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PREFACE AND ACKNUALEDGEMENTS

The research described in this report has occurred within a specific

temporal and political context. The mic3-1980s has been characterized

by a continued commitment to improvement in the lives of people with

developnental disabilities. This commitment has not come spontaneously

or smonthly. It has taken federal and state legislation, court orders,

and constant pressure from professionals and parents to redress the

historical neglect of children and adults with severe handicaps.

The philosophical principles embodied in the concept of

normalization and social role valorization have been manifested largely

through the deinstitutionalization movement. These principles,

articulated by Nirje, Wolfensberger, and others beginning in 1970, have

had a profound impact on the way society perceives and responds to people

with significant intellectual and physical differences. Placement in

large residential institutions and in segregated schools and workplaces

has declined drastically over the past 15 years. Tbday people with

significant differences work, live, and play in local connunities

throughout the United States.

However, concerns linger about the degree to which such individuals

work, live, and play with other comnunity members. It is one thing to

be a participant in a conmunity, it is quite another to be a nemitetaL

a comnunity. Mbvement from institutions into connunities is one very

important measure of the success of laws and court orders. But the

actual degree of social integration must also be assessed to determine

whether or not the full intent of social policies has been achieved.



In addition, there is some evidence that social policies have swung

all the way out to one end of the pendulum's arc. That is, the rapid and

widespread movement of people out of institutions has begun to slow down.

In some areas of EUrope and the United States, more people are entering

institutions than leaving them. The frequency of litigation has declined

in the wake of the U.S. Supreme Court's Pennhurst decision, which fell

short of gunanteeing community-based services for all disabled people.

Plans to close institutions have been shelved, due in part to the well-

publicized plight of homeless and exploited ex-residents of both

psychiatric and mental retardation facilities.

This study documents the effects of deinstitutionalization in its

heyday. It is too early to know whether this work comes at the

beginning, middle, or end stages of deinstitutionalization. In any case,

the study is concerned with one group of institutionalized individuals

who have moved back into their home comunities over the past decade and

a half. Some evidence relative to social integration was also gathered,

but the primary emphasis was on the types of residential and educational

services received by children who left a large public institution to

return to their families or to other connunity living arrangements.

The purpose of the study was to conduct a policy analysis of federal and

state special education laws and related policies affecting the lives of

severely disabled children and their families. The analysis is based on

an empirical investigation of the consequences of deinstitutionalization.

The report begins with a brief listing of the primary purposes,

research questions, and value premises that guided our work. This is

followad by a review of the history of services for children with mental



retardation in the United States and in New Hampshire, where the events

documented in the report occurred. Chapters Three and Four then describe

the techniques used to locate deinstitutionalized children and the

methodology used to gather data about the children and their families.

Chapter Five presents the characteristics of the research population,

with an emphasis on the differences and similarities between those

children who left the institution and those who remained there into

adulthood. Family socioeconomic characteristics are also described here.

Chapter Six begins the presentation of findings, with a focus on the

residential placements of deinstitutionalized children. The types of

placements, their relative stability, their size and structure, the types

of habilitative services received during community placement, and the

differences in placement outcomes over time are analyzed. Chapter Seven

examines educational placenents and services received, and uses many

of the same variables included in the review of resiiential placements.

Chapter Eight is concerned with the impact of deinstitutionalization

on family members, especially parents and close relatives. Parents'

attitudes toward deinstitutionalization and the effect of historical

changes on the family's response to community placement are emphasized

in this chapter. Chapter Nine summarizes the findings of the study,

and provides an analysis of their meanings and implications. Finally,

Chapter Ten provides a set of general policy recomnendations that arise

from the findings. These recounendations are based on assumptions that

(a) deinstitutionalization of children will continue in the future and

(b) full social integration of disabled people is a goal of our society.
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Chapter One

Purposes of the Study

What happens to mentally retarded children who return to their

hone cornnunities after living_ in a large pliolic institution? This

is the primary question addrEssed by the following report. ever the

past two and one-half years, a small team of investigators from the

University of New Harrpshire has attempted to gather as rruch information

as possible on the consequences of deinstitutionalization of children

who have rental retardation and related disabilities. We have located

68 individuals who lived at Laconia State School and Training Center

(LSS) during the 1970s and early 1980s and who left the School before

their 21st birthdays. By dccurrenting the experiences of these children

during their stay at LSS, at the tine they made the tralsition from LSS

back to their local communities, and in subsequent years; we have

sought to describe and analyze the inpact of deinstitutionalization on

children and their families.

The specific purposes and questions of our study were:

1) To determine the educational and residential consequences of

moving children with mental retardation from public residential

institutions into comnunity-based care.

a) Where did children go to live after leaving the institution?

b) Who hal responsibility for caring for these children?

c) What were the attitudes of the families of mentally retarded

children toward institutional and comnunity care?

1
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d) What problems were encountered when children left the

institutional setting?

e) How much and what kind of education and related services

did deinstitutionalized children receive?

f) What were the characteristics of deinstitutionalized children

(sex, age, level of retardation, functional abilities,

secondary handicaps, family circumstances, etc.)?

g) How did deinstitutionalized children differ from their age

peers who remained at the institution into adulthood?

2) To assess the stability of community placeuents: i.e., the

freauency of change in residential audi educational settings.

a) After children left the institution, how often did they

move from one residence to another or from one educational

program to another?

b) What were the reasons for these moves?

c) How long did children remain in each residential or

educational setting?

d) Haw many children returned to the institution after

community placement? Why did these returns occur?

3) Tb detezmine the direction of movement when children change

cesidential or educational placements, i.e., to determine

whether children enter into more or less restrictive environments

wften they change placements.

a) What were the characteristics of the residential and educational

settings in which deinstitutionalized children were placed (type

and size of facility, ch?racteristics of other participants,

1 ,4
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location of facility, sponsorship of facility, accessibility

to normal community activities, etc.)?

b) How did the characteristics of the settings in which children

were initially placed differ from the characteristics of

subsequent placements?

4) Tb determine thp imPact of federal and state special education

pcaicies (both statutory and judicial) on deinstitutionalized

children.

a) Has there been any relationship between the experiences

of dednstitutionalized children and the implementation of

legislative mandates to provide a free appropriate public

education to all handicapped children?

b) Have there been any differences in the experiences of children

deinstitutionalized prior to and after the implementation of

these mandates?

c) Have federal court orders concerning the quality of care

and requirements for least restrictive settings affected

deinstitutionalized children?

d) Were there any differences in the experiences of children who

left the institution prior to and after the issuence of such

orders?

e) Have any children been excluded altogether from participation

in community programs?

f) Who has had financial responsibility for the costs of

community programs?
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The answers to these questions are based on data for approximately

200 variables collected for each individual included in the study.

From our analysis of those answers, we tested a model of

"communitization" variables. We prefer the term communitization

because it suggests a process that continues to evolve after the actual

placement out of the Institution. We were interested not only in the

initial community placement, but also in the effects of placement on

the child and his or her family and in the on-going processes of

adjustment, service provision, and change as the child remained in the

community over a period of time.

TWni., presents a summary of the variables that we believe play

a critical role in the process of the ccmmunitization of children.

We have attempted to include as many of these variables as possible

in the present study, given the limitations of time and money. The

bracketed variables are those that we have not been able to include.

Institutional experiences were not included because (a)

institutional records in the 1970s are often not complete or

reliable, and (D) our primary interest was focussed on what happens

after a child leaves the institution.

Community characteristics were excluded because of the

tremendous time and effort necessary to gather this data. lb some

extent, concurrent work by James Conroy and Valerie Bradley of Temple



Table 1.1

Theoretical Model of Comnunitization Variables Affecting Children

CharacteOstics

nission
retardation
)ndition
characteristics

of origin
nmunity placement
institutional

)nal experiences)

Family Characteristics

.SES
Attitudes toward institutional
and community care
Age of parents
. Size and structure
. Availability and utilization
of support networks (extended
family, neighbors, church,
etc.)
Degree of contact with
disabled child during
institutional residence
(visits, vacations, staff
conferences)

1'1

rCommunity Characteristics]

.Type and size of community
(rural, suburban, urban/
traditional, progressive
.Availability of services
Accessibility of services
. Opportunities for social
integration
Attitudes toward institutional
and community care
Attitudes and norms relative
to acceptable appearance and
behavior
. Historical experiences with
disabled people
Size of community tax base
and utilization of state
and federal dollars
Economic conditions
(competition for employment,
philanthropic resources)

t

Placement Outcomes

Mandates and Poli

.Court orders

.Federal and stat
policies

[.Zoning ordinance
[.Degree of enforc

.Quantity of educational services
[.Quality of educational services]
.Type of residential arrangement
.Degree of restrictiveness of educational
and residential services
.Stability of educational and
residential services
.Individual's developmental status
Individual's satisfaction with community living
Changes in family and community attitudes
Family adjustment to community placement
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University and Human Services Research Institute, respectively,

will cast light on some of these variables as they arfect mentally

retarded adults. The information generated by their work in New

Hampshire will complement and elaborate on our own.

Under the category of Mandates and Policies, we have not

assessed the effect of zoning ordinances or the degree to which

mandates are enforced. In the former case, the scarcity of group

care facilities for children has meant that zoning issues have not

been critical in the comnunitization process. Adult living

facilities have drawn considerable fire in several towns in New

Hampshire due to unfounded fears and lack of previous experiences with

disabled people, indicating this may be a critical issue as residential

prograns for children are established in the future. The "degree of

enforcement" variable is a subtle one that would require more field

work and analysis than is in our capacity, but it is one we hope will

be investigated at some point. The loftiest goals and requirements are

meaningless if their implementation is not monitored and sanctions for

non-compliance are not utilized.

"Quality of educational services" was not assessed in this

study, again due to the limits of time and money. Because our work

is an haitial effort to document the experiences of children who have

left a public imstitution, most of our work is descriptive rather

than evaluative. Observation and review of specific local educational

prograns in Which children are placed are very tine consuming, labor

iatensive tasks. Our major purpose has been location of children and

determining the overall patterns of placement and stability. Some

19
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insight into the quality of educational services is provided in a

19E5 report by AGH Associates on programs for 20 deiastitutionalized

children in New Hampshire. Reference to these findings will be made

in later sections.

It is important to emphasize that this report does not answer

the question, "Are children better off as a result of moving from

the institution back into the community?" Although that is a very

critical question, lack of reliable institutional data on the

children's developmental status at the time of institutional

plmenent and throughout the period of institutional residency make

it impossible to come up with a valid answer. Readers of this report

may make their own inferences as to the relative value of community

vs. institutional care for mentally retarded children. The data

presented here, however, are not intended to provide a definitive

answer as to the developmental benefits of either alternative.

The ultimate purpose of this study is to assess the impact of

changing social policies on children with mental retardation. Cnce

the impact of these policies is understood, recommendations can be

demeloped concerning the improvement of programs and policies

designed to achieve legislative and judicial goals. After answering

the research questions listed earlier, we present specific policy

and program recommendations based on our analyses. We hope that the

information provided here and the ensuing recommendations lead to

concrete steps that will improve the lives of mentally retarded

children and their families.

r) 0
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A Statement of Personal Values

We believe it is the respcnsibility of researchers working in

this conflicted and complex field to disclose the personal values

that may affect the conduct of their work and analysis of their

findings. Because value-free research in the social sciences is

an unattainable (and perheps undesirable) goal, it is incumbent on

investigators to make clear the ideological and evaluative positions

that either directly or indirectly color their perceptions,

questions, methodologies, analyses, and recommendations. [Alen the

consumer of research information is made aware of these underlying

biases, he or she may then better judge the validity or truth of

what is offered as fact. Tb this end, we offer the following value

statements and ideological tenets. The critical reader of the data

and analyses that are presented in this report should bear in mind

these statements.

1) The social policies affecting handicapped children that have

evolved over the past 20 years from statutory law and common

law are appropriate and worthy of continuation.

2) The philosophical principle of normalization and its various

practice/ embodiments (e.g., mainstreaming, use of least

restrictive alternatives, communitization, self-determination,

etc.) should be implemented across all social institutions

and structures.

21
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3) The most effective and appropriate environment for the

developnent of handicapped children is that of the natural

family. Any decision to move a child out of this environment

represents a potential infringement upon the sanctity of the

family structure and interference with the child's basic

human rights. Therefore, care that occurs outside of the

family context must be clearly beneficial to the child's full

development.

4 Children learn best in schools close to their hames where they

have imfinite opportunities to play and work with their friends

and peers. Any removal from the normal school environment

represents a threat to a child's right to achieve his or her

full potential, and therefore must be clearly justified with

regard to his or her extraordinary needs.

5) Society as a whole has an inherent obligation to assure that

the financial, material, and human resources necessary for the

support and treatment of handicapped children and thQir families

are made available and accessible.
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Chapter TWo

Statement of the Prdblem

Historical Overview

This report is about a contenporary problem with roots that extend

back sone 200 years. EVer since 1799, when Jean-Marc Gaspard Itard

began his attempts to teach Victor, the Wild Boy of hveyron, acceptable

behavior and rldimentary academic skills, the field of special

education has been devoted to improving the development of children

with handicapping conditions. With varying degrees of philosophical

commitment and success, special educators have sought to assist

handicapped children to become independent and aocepted members of

the comunities in which they live. The current trend to integrate

severely handicapped children into local schools and other social

environments, which is the focus of this report, is due in part to

earlier trends which enphasized the segregation of those children.

Hope. Reform. and Despair in the Nineteenth Century

In the United States, special education began in the 1820s, when

special residential schools were first established. The purpose of

these early schools was laudable if unrealistic. Pioneers such as

Samuel Gridley Howe and Edouard Sequin hoped that short-term residential

case and treatment, based on simple behavior modification and L.ansory

training techniques, would lead to complete cure and the development of

a normal child. Low staff ratios, trained professionals, stimulating

environnents, supportive facilities located as close to a child's home

as possible, and attention to the spiritual and moral domains were to

lead to radical and permanent changes in children identified as idiots,

2 3
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epileptics, or lanatics. As a Massachusetts legislative committee,

chaired by Samuel Howe, wrote in 1848:

The benefits to be derived from the establishment of a
school for this class of persons, upon humane and scientific
principles would be very great. Not only would all the
idiots who should be received into it be improved in their
bodily and mental condition, but all the others in the State
and the country would be indirectly benefitted. The school,
if conducted by persons of skill and ability, would be a
model for others. Veluable information would be disseminated
throughout the country; it would be demonstrated that no
idiot need be confined or restrained by force; that the young
can be trained for industry, order, and self-respect; that
they can be redeened from odious and filthy habits; and there
is not one of any age who may not be made more of a man and
less of a brute by patience and kindness directed by energy
and skill. (Howe, 1848)

Howe and his contemporaries were particularly optimistic about the

potential for renediating children. Predating the establishnent of

compulsory public education for normal children, Howe and others

founded schools for blind, retarded, and epileptic children in the

northeastern United States, many of which continue into the present.

As the schools developed some experience through the middle part

of the 19th century, the emphasis began to shift from short-term to

long-term care. It became apparent that severe disabilities were not

curable, at least in the short-term, and that an inportant goal of

care was protection in addition to treatment. With the increasing

industrialization of urban Anerica, increased ethnic heterogeneity,

and inadequate or absent social services, humanitarians such as

Dorothea Dix argued that people with mental illness or retamdation

should be congregated into "asylums in which they may be surrounded

with every needed care" (Dix, 1846). Thus the rationale for treating

retarded children shifted at mid-century to a model of protection

rather than hdbilitation.

2 (I
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Concurrent with this shift, the advent of industrialization

brought into wistence new models of organizational management. It

became obvious that large-scale production in centralized facilities

was more cost-effective and managedole than small-scale, dispersed

operations. This notion was applied to the emerging practice of social

service, including institutional care for disabled people. The result

was a belief that large institutions, particularly those that could

produce their own goods and services, %ere most desirable. 'Ibis led to

the conffon practice of estdalishing "farm colonies." The colonies were

doubly beneficial. While saving the taxpayer money through economies

of scale, they would provide a secure, isolated setting where practical

skills could be taught. A less laudable purpose, but an important

impetus in the farm colony movement, was reflected in a report issued

in 1892:

Children feeble in mind, mentally-deficient or diseased,
or both, abound in the homes of the poor, suerm the slums,
wander the streets and dotrude upon the legitimate work of
the public schools. (in Osborne, 1894, p. 1084)

The rationale for colonization was, therefore, not only protection of

the child from society, but protection of society and its institutions

from the child. The higher goals of treatment and economic self -

sufficiency which provided the initial impetus for rural hlstitutions

soon were subverted into more narrow goals of isolation and

economization.

The practice of isolating children and alults with mental

retardation was given further support by several historical developnents.

Sy the late 19th century, masses of EUropean immigrants were coming to

the major urban centers of the United States. Given the pcevailing

25
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ethnocentric views of civilization held by the English-speaking

societies, immigrants were viewed as less civilized, less intelligent,

less skilled people who were a threat both to the economic and moral

development of America. Failure to speak English and conform with the

prevailing social norms of late Victorian society led to a perception

that immigrants were deviants and contributors to the phenomena of

retardation and insanity. Perpetuating this view were the undeniable

circumstances of extreme poverty and destitution many immigrants

experienced. The concomitants of urban poverty -- alcoholism, crime,

prostitution -- were seen as both cause and effect of retamdation, and

a struggling, increasingly materialistic and competitive SOCiP had no

trouble singling out the perceived cause of these ills -- . f a

million tramps, cranks, and peripatetic beggars crawling like himan

parasites over our body politic, and feasting upon the rich juices of

productive labor," who had been "burdened with the accumulated inherent

sins of a vitiated and depraved ancestry,...bred in filth,...born in

squalor, and raised in an atmosphere tainted of course with crime....

Handicapped by the vices of their inheritance they are simply not

strong enough to keep up to the social, civil, and moral ethics of the

age, and as an inevitable consequence, just as water seeks its level,

they drop back by degrees to become in turn deficient, delinquent,

defective, and dependent" (Osborne, 1894, p. 393).

Fuel for this ethnocentric fire was provided handily by the new

understanding of human evolution that Charles Darwin, Francis Galton,

and Herbert Spencer offered. By applying the precepts of biological

evolution to human societies, an argument was made that mental

retardation was due almost exclusively to a degenerate gene pool, which
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happened to be found in high concentration anong immigrants and other

nembers of the urban poor. Awareness of the existerce and effects of

genes led to the hope that retardation was controllable through

biosocial engineering. If deficient, deviant people could be isolated

from society, and kept from prccreating among themselves, the American

"race" could evolve unfettered to the great capacities for which it was

destined. Urban ills would be ameliorated and retardation could be

genetically eliminated. People who were retarded would be prcvlded

custodial care and no more, because their genetic endowment prohibited

them from gaining any benefit fram the kind of treatirent-oriented

institutions characteristic of earlier times. In many ways, the

creation of genetic science led to a major setback in the evolution

of services for people who were retarded.

A parallel and related development was emerging in France at the

end of the century. Alfred BineL, with his student Theodore Simon,

investigated the relationship among children's bahawior, their mental

capacities, and school performance. They observed that some children,

who displayed "less 1.4telligence," could be predicted to not succeed at

academic tasks (Scheerenbezger, 1983). In 1907, when France decided to

provide special _lasses for children with subnormal intelligence, the

government turned to Binet to develop a mans for measuring intelligence.

This early scale, intended to distinguish between normal and subnormal

school-age children, also sought to identify the eiucational consequences

of cliff' ent levels of retardation. In 1916, Lewis Terman from Stanford

University translated the Binet Scale into the Stanford-Binet Test of

Intelligence, and the means for classifying and separating rentally

retarded children were now avai1a5le to public schocl personnel.

2 7
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A Half-Century of Fear and Isolation

These interrelated social and scientific developnents had a

lasting inpect on the way children with mental retamdation were treated

(or not treated) during the 20th century. By the beginning of the

first World War, institutional care consisted of custodial warehousing.

Residents were required to perform work not for habilitative reasons

but to reduce the costs of oFerations. Educational and vocational

prograns were non-existent. There was no intention of returning

retarded people to their home comuunities. Institutions were intended

to keep retarded people away from society and from reproducing.

Mandatory sterilization of institutional residents and retarded people

living outside of institutions becane prevalent, and was sanctioned by

the U. S. Supreme Court in 1927. Given a genetically-based view of

intelligence, special education prcgrans were offered rarely, and

always in buildings separated fram those of normal children. Testing

was used classify and segregate, not as a basis for educational

programming. Special classes were to benefit normal children by

removing "defective learners" from the setting. Little was expected

in terns of educational benefit for the handicapped child who was so

relieved, and a self-fulfilling prophecy was created as less and less

money was appropriated to support special classes. This lack of clear

rationale for special classes was peralleled in institutional settings,

which enjoyed little public concern or commitnent by this point.

There were some signs of progressive reform during the 1920b and

1930s. In particular, advocates for comnunity-based care and

meaningful education were defining new approaches, or resurrecting

abandoned ones. In Massachusetts, Walter E. Fernald, after first
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adopting the pessimistic views of his scientific peers, began to push

for legislation that would estaplish: 1) a census of retarded children

and adults, 2) school-based diagnostic clinics, 3) home and comnunity-

based care, and 4) separate facilities for delinquent and retarded

youth. In New York, Charles Bernstein led a movement to provide

alternative co,wunity residences for children. He also advocated for

the use of individt:alized prograns of treatment, a previously unheard

of epproach (perhaps because it did not fit well with the corporate-

inctistrial ideology of mass production then so prevalent in schools

as well as business). By 1935, Bernstein had created a network of

5!). group homes in New York. Early studies of those relatively few

people who were released from institutions indicated some hope. In

a follow-up of discharged residents in Massachusetts, it was found

that 60 percent of the men and 36 percent of the women were

succeeding in their local communities (Fernald, 1919). In sum, the

general trends from the turn of the century to the Great Depression

were negative in terms of advances in education and care, but

experimental programs were being developed to demonstrate

alternative approaches, and evidence was emerging that those

alternative approaches held some promise (Scheerenberger, 1983).

In the schools, new policies were hauing measurable iapact. New

Jersey was the first state to enact mandatory special education for

mentally retarded children, Da 1911. Most other states soon followed

suit. However, the purpose of these classes, as indicated earlier,

was segregation, not education leading to independence. Most special

education programs were limited to severely handicapped children whose

2 9
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IQ score fell below 50. Mildly and moderately retarded children either

stayed at home or struggled in regular schools. In one follow-up study

of special school graduates, Farrell (1915) found evidence that good

programs can produce concrete benefits. Ninety-two percent of her

study grcup (n=350) had attended school until age 16 (far above the

prevailing rateanong normal children), 54.8 percent were gainfully

employed, 24.6 percent were being cared for at home, and only five

percent were in an institution or prison.

The 1930s and 1940s did not produce significant new developments

in the care and treatment of people with mental retandation.

Preoccupied first with economic catastrophy and next with the Second

World War, Anerican energies were devoted to creating jobs and

preserving liberty, not the protection or education of people who

were viewed as incapable of contributing to either jobs or liberty.

In a time of economic crisis and Bear of foreign imvasion, earlier

regressive approaches were revived. Immigration laws were

strengthened, with particular enphasis on excluding retarded people.

Mandatory sterilization laws were enforced aggressively. Institutions

were filled beyond capacity, and rates of new almissions Increased,

especially during the Depression. Overcrowding and impersonal

treatment were cannon, and educational programming was negligible.

Rates of return to comnunity living were low, with less than one-

quarter of institutionalized people being "paroled" in the late 1930s

(Frankel, 1938). Bones for dependent children, county poor farms,

and alms houses, the best of which provided barely acceptable living

conditions, were also used frequently in this era.
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Pgst-War Reform

The Second World War L-i to a revitalization of atterpts to

appropriately care for ariLl educate people with retardation. The War

offered many opportunities to develop new forrs of rehacilitative

treatnent for physically injured or rentally ill soldiers. Post-war

prosperity created more positive social conditions and attitudes, and

the horrible lessons of the rnird Reich, which exterrdnated at least

100,000 mentally handicapped children and adults (Scheererberger, 1983)

were not ignored in the United States.

In 1950, parents of nentally retarded children forned the National

Association for Retarded Children. Throughout the 1950s, the NAPC

advocated successfully for special schools for moderately and severely

retarded children. Research and teacher training prograns were

developed at several universities. Leaders in the field of special

education, notanly Samuel Kirk and Lloyd Dunn, began to develop

systematic curricula for retarded children based on their level of

disability. Primary enphasis was placed on the use of special or self-

contained classes in public schools, although a minority argued for

placement in regular classrooms. These minority viewpoints are

summarized by Ibnny (1953), who argued that the,

segregated nature of our special education program
have pzevented the non-handicapped majority from
intimate contact with the handicapped in school and
prcbably also discourages out of school contacts.
Understanding and acceptance come about most readily
through indivAual acquaintance; therefore segregation
should be eliminated whenever possible. (p. L1)

This enlightened view was at least two decades ahead of its time. The

1950s and 1960s continued to be characterized by segregated educational

and residential services for retarded children.

3 1
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Institutions remained a major locus of care for retarded children,

but they were stagnant, overcrowded, custodial places, and both

professionals and parents were gaining a growing appreciation of these

reaiities. Cne reforner (Roselle, 1954, p. 597) suggested that

institutionalized children have "certain special and inalienacle

rights...to live in homes and comnunities which approach as nearly as

possible the desirable standards of normal homes and communities."

Others called for uniform standards in residential institutions, the

use of due process procedures during institutional admission, and

greater reliance on community alternatives such as foster care.

These reformist notions remained just that until a series of

political, economic, and social developuents coincided in the early

1960s to lead to real change in treatment practices. With the election

of John F. Kennedy to the Presidency in 1960, national policy began to

accelerate the development of comnunity-based care. Kennedy, tor both

personal and philosophical reasons, founded the President's Commission

on Mental Retardation in 1962, indicating a desire for the federal

government to take an active leadership role. The Commission's work

led directly to the passage of P.L. 88-164, the Comnunity Mental Health

and Mental Retardation Facilities Construction Act of 1963. This

landmark legislation provided, for the first time, federal dollars for

comnunity-based treatment. The Act's language reflected a new

understanding of human intelligence, which was now viewed as plastic

and responsive to environmental conditions, not genetically fixed and

predetermdned. Researchers such as Kirk (1958), Hunt (1961), and Bloom

3 2
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(1964) demonstrated that education, beginning in the early childhood

years, could reduce both the likelihood that children would become

retarded and the degree of retardation in children already exhibiting

developmental problems.

New understandings of children's development paralleled new

approaches to comnunity-based care. Hobbs (1964) identified a "third

revolution in mental health" occurring in the mdd-20th century. The

first revolution was characterized by Howe's belief that mental

impairments were remediable. The second revolution occurred when

reformers like Dix advocated for humane and appropriate institutional

care. The third revolution, one which continues today, was marked by a

commitment to treat disabled people in their own communities with non-

disabled people whenever possible. The availability of psychotropic

drugs, more successful behavior management techniques, and a

philosophical belief in use of the least restrictive placement

alternative combined to give impetus to this most recent revolution.

Social circumstances in the 1960s also perpetuated increased

reliance on comnunity care. Economic prosperity supported the

expansion of research, teacher training, and special education

programs. President Johnson's War on Poverty contained many

edu,:ational and vocational components which benefitted disadvantaged

and minority people who were at risk for being aentified as mentally

retarded. Bead Start, Follow Through, the Elementary and Secondary

Education Act (including Title I), and the Job Corps were model

attempts to improve the environments in which people lived and worked

in order to prevent or ameliorate mental retardation. In addition,

3 3
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civil rights legislation and litigation were enlarging the notion of a

constitutional guarantee to equal opportunity. Rights to education,

jobs, housing, and political power were more clearly defined and

protected, benefittiN not only racial or ethnic minorities, but

handicapped people as well. The 1954 Supreme Court decision in Brown

v. Board of Education was interpreted to apply to any group treated in

a "separate but equal" manner.

These social and political trends accelerated remarkably in the

1970s. A series of federal court decisions from 1970 to 1974

established the following principles:

1. Mentally retarded children may not be excluded from public

school simply because they are difficult to educate or because the

schools are inadequately prepared to meet their needs (PARC v.

Commonwealth of Pennsylvania, 1972).

2. Lack of funds is not an acceptaole justification for

excluding hamdicapped children (Mills v. District of Ccaumbia,

1972).

3. IQ scores alone are not a sufficient or valid basis for

labeling children as mentally retarded, particularly minority

children (Larry P. v. Riles, 1972).

4. Institutionalized residents have a right to be free from

harm and have a right to be treated in the most normal, least

restrictive environment possible (Wyatt:v. Stickney, 1970;

New York ABC v. Rockefeller, 1972).

5. The most severely, profoundly handicapped children have a

right to a free appropriate public education (Mills v. District of

Columbia, 1972; Maryland AFC v. State of Maryland, 1974).

3 4
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Pglicies_Bffecting Educational Services

As these cases were litigated and resolved, state and federal

governments enacted complementary laws to assure the education of

handicapped children. In the 1971-72 legislative season, states

enacted almost 300 bills relative to special education services.

By 1975, only two states had permissive legislation; all others had

enacted mandatory requirements for the e2ucation of handicapped

children. The federal government followed suit with the passage of

P.L. 94-142, the Education for All Handicapped Children Act of 1975.

Cited as one of the most significant and specific pdeces of social

legislation ever enacted, the law had five basic tenets:

1. All handicapped children between 3 and 21 have a right

to a free appropriate public education.

2. Handicapped children have a right to nonliscrindnatory

testing, evaluation, and placement procedures.

3. Handicapped childrfan have a right to be educated in the

least restrictive environment.

4. Handicapped children's parents have a right to full

participation in all decisions affecting the education of their

children.

5. Handicapped children and their parents have a right to the

procedural due process of law.

These rights, which went into full effect in the 1978-79 school year,

established minimum guarantees which were to be prcvided in all states.

In reality, all states already had laws that equalled or surpassed

these requirements.
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Another Major federal law that has affected handicapped children,

particularly those oh° have resided in institutions, Ls P.L. 89-313,

the Federal Asaistance to State Operated and Sapported Schools for the

Handicapped N!.t of 105. Under this amendment to the Elementaxy and

Secondary Education AC t, funds are provided to states for education and

lated
c es to

servi handicapped children in public residential

institutions operated schools. Grants are also made to localor state

education aerj5 to support handicapped children who were fornerly

enrolled in state instibations or schools. This support is intended to

act as an incentive for states to provide appropriate educational

programs in institutions as well as in local cumunities. Requirements

for services and fondin9 are k3entical to those found in F.L. 94-142.

In 1973, congress passed the Rehabilitation Act, which included

Section 504. This section, which was based on the 14th Amendment of

the U. S. Constitution and was a logical extension of the 1964 Civil

Rights Act, forbids discrimination against handicapped people in any

program or activity receiv ing federal financial assistance.

Specifically, People with physical or mental impairments must have

equal access and opportunities in educational and vocational training

programs. Equal woess is to be assured through use of barrier-free

facilities, non_disoriminatory testing and instructional metlxds, and

placement in the least restrictive alternative. Unlike P.L. 94-142,

which establishes a set of rules for delivery of federally-funded

special education services, Section 504 is essentially a guarantee of

civil rights, It does not create or subsidize treatment program. It

simply protecta neroicapped individuals (as well as people with drug

addiction and alcoholism) who participate in such prcgrams. Also
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unlike P.L. 94-142, Section 504 allows individuals to bring private

suits against institutions or agencies that discriminate, and monetary

damages may be awarded when discrimination has been found to occur.

Neither P.L. 94-142 nor Section 504 took effect at the time they

were signed into law. Because of their broad scope, the complexity of

rule promulgation, and some foot-dragging by the Cabinet Secretaries

responsible for the two lawa, regulations for P.L. 94-142 were not

issued until August, 1977, with an effective date of September, 1978.

Regulations for Section 504 were not signed into law until 1977, four

years after the Section's legislative approval.

In 1983, Congress reauthorized the non-permanent sections of P.L.

94-142, adding several important amendments that affect specific grcups

of handicapued children.* The amended act, P.L. 98-199, increases the

monitoring and evaluation reqpirements for federal and state agencies;

allows use of federal funds for handicapped children beginning at

birth; and establishes a new program initiative to (a) facilitate the

transition of handicapued youth from secondary school to work or higher

education, and (D) support model secondary special education programs.

The significant aspects of the 1983 amendments, and most regulatory

and program development activity now occurring, focus primarily on the

early childhood and youmg adult years. It is clear that the current

priorities of the U. S. Office of Special Education reflect the

importance of early intervention to reduce the long-term consequences

*The basic state grant program, Part B, has permanent authorization. That is,
the basic requirements that handicapped children receive a free appropriate
public education, an6 that states will receive federal subsidies to provide
this education, will not expir: unless the law itself is repealed.
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of handicapping conditions and school-to-work transition services to

assure successful employment and self-sufficiency.

It should be noted that federal appropriations have never matched

authorization levels. Although Part B of P.L. 94-142 allows for

subsidies equal to 40 percent of the national average costs of

educating a non-handicapped child, appropriations have actually

provided only about 11 percent of that figure, or $193 per handicapped

child per year in 1984-85.

psaicim_augating_coninity Serviggs

Federal and state governments have also been active in non-

educational policy making. As was the case with P.L. 94-142, broad-

aim social policies have been enacted that have adoitious goals, very

specific requirements, and insufficient money to fully realize those

goals and requirements. At the federal level, the most significant of

these laws is the Developmental Disabilities Assistance and Bill of

Rights Act of 1975, which was a descendant ot the Mental Retardation

Facilities Construction Act of 1963, described earlier. The 1975

version, like its predecessors, provided funds to states for the

establishment of comprehensive services to people with developmental

disabilities. Developmentally disabled people are those with

impairments related to mental re.ardation, cerebral palsy, epilepsy,

autism, dyslexia, or other neurological conditions similar to

retardation which are manifested during childhood. State planning

councils, advocacy systems, institutional reform, deinstitutionalization,

and creation of community-based services were all required under the
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1975 amendments. In 1978, the Act was amended by P.L. 95-602, the

Rehabilitation, comprehensive Services, and Developmental Disabilities

Agendnents. These amendnents are significant in that they move toward

a noncategorical system for defining the eligible beneficiaries of

services. Specific handicapping conditions such as mental retardation

or autism are no longer mentioned. Rather, an individual must have

severe limitations in a functional ability such as speaking, walking,

or self-care in order to receive care and treatment subsidized by this

Act,

The provisions of this Act have been interpreted in various ways.

Some advocates have argued that its intent is to mandate community-

based residential and social services, and institutional services

shoUld not be subsidized through it. Others claim that it mandates

nothing. The law is simply a funding mechanism for assisting states

in the provision of both institutional and community care. The latter

point of view has been essentially affirmed by the U. S. Suprene Court

in aalderman v. Pennhurst (1981). In this case, the Court ruled that

p.G. 95-602 "does not create any substantive rights to appropriate

treatment in the least restrictive environment" (Bradley, 1985, p. 84).

Although a lower court had, in 1977, found institutional care to be

inherently inaPpropriate and restrictive, the subsequent Suprene Court

ruling was more conservative. The 1981 decision implied that federal

courts would only be interested in protecting the rights of

institutionalized people, not in creating new social policies that

mamlated oommunity-hased caxe. The Pennhurst decision served as

guiding precedent in the Gerrity V. Gallen (1981) litigation which



27

occuLred in New Hampshire, in which Judge Devine ordered both

institutional reform and expansion of comnunity services, but declined

the plaintiffs' request for closure of the Institution. In sum, it

appears that federal special education law does provide a mandate and

guarantee for appropriate services, while laws supporting other kinds

of services (residential, vocational, social) are permissive and non-

binding with respect to states' participation.

Recently, there has been a federal attempt to make coununity based

care mandatory through Senate Hill S. 2053, the Community and Family

Living Amendments of 1983. The bill called for the gradual phase-out

and eventual closure of large state institutions (through exclusive use

of federal Medicaid dollars in small community facilities). Increased

appropriations for Medicaid funds would help to expand comnunity

services, and a broader array of services, such as personal aides,

domestic help, family support, :espite care, staff training, and case

management would be reinburseable under Medicaid. The bill drew a good

deal of fire from advocates for institutional care, including parent

organizations such as the National Association for Retarded Citizens.

NARC, in voting to oppose the bill, argued for a full range of

residential and treatment alternatives, including institutional care

when necessary. Part of the parental opposition was aimed at a

provision in S. 2053 that would have allowed the deinstitutionalization

of individuals in spite of parent objection. The bill did not come to

a floor vote, but a modified, less radical version was reintroduced in

the 1985 session of Congress.
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tlea-112142alize-liiatarZ

New Hanpshire's experiences with services to handicapped children

closely parallel the national experience just described. The New

Hanpshire School for the Feebleminded was established in 1903 in a

rural area about 35 miles north of the state capitol. The School was a

typical farm colony, located on a prim agricultural tra..:t near Lake

Winnipesaukee. The original legislative intent in creating the School

was to provide special services for children only, but "adult

defectives" were soon admitted as well. The School was to act as a,

safeguard whereby society may protect itself
from the vice, corruption, and licentiousness
with which it is threatened when anyone of
this defective class is left unrestrained and
unprotected in the community. (Second Biennial
Report of the Trustees of the New Hampshire
School for the Feebleminded, September 30, 1904,
p. 21; cited in Gerrity v. Gallen, 1981, p. 13)

The School grew steadily from its original 60 residents in 1903 to

a peak of 1,167 residents in 1970. At the time of the litigation in

1979, 564 residents lived at the School. Eighty of these (14.2%) were

under 21 years old. Of the total population, 57 percent had been

institationalized more than 20 years; 32 percent had been there for 10

to 20 years. During its eighty-two year history, the School prabticed

the comuonly accepted treatments of each era, from mandatory

sterilization to physical restraints to heavy reliance on tranquilizers

ani barbituates to behavioral conditioning techniques. Testimony

entered by the plaintiffs in the Garrity v. Gallen trial provided vivid

illustrations of long-term resident ebuse, developmental regression,

unsanitary conditions, inadequate and untrained staff, little effort to
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place people in comrunities, unaccredited and unsafe facilities, few

trer,t.Atprograms, and little attention or support from the state

Ekpert witnesses described the School as either

representative of similar institutions in other states or somewhat

worse in comparison.

Community services for mentally retarded children in New Hampshire

have also been less than exemplary. Until quite recently, there have

been very few residential alternatives other than the State School for

families experiencing difficulty in caring for their retarded children

at home. This has created a one-option system in which children with

extreme behavioral or medical problems either stayed home, causing

severe family streis, or went to the State School (or State Hospital,

which was occasionallyused as a "holding tank" for children waiting to

be aimitted to the School). Once at the School, children could only

leave if their parents or relatives took them into their oun homes or

made private arrangements in boarding homes, nursing homes, or other

inappropriate facilities. Although institutionalized children have

been found to be easier to paace and care for than adults, the lack

of conunnity placements created pressure on LSS up until the 1970s

to keep children there.

In the early 1970s, the State Office of Mental Retardation set as

a goal the creation of community based developmental centers for

children, and worked toward prohibiting further admdssions of children

to LSS. By the mid-1970s, OMR was actively pulling children out and

placing them in local public school programs. However, as was the case

elsewhere, the most severely handicapped children and those without

family or advocates tended to remain.
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Special education services in New Hampshire have also reflected

national trends. In 1965, NH R$ A 186:A was enacted with the broad aim

of providing "the best and most effective education possible to all

handicapped children in New Hampshire" (RSA 186:A:1). The law appeared

to be progressive and well-intended, but its specific language created

a good deal of leeway in interpretation and implementation. The law

was actually more permissive than mandatory. It allowed school

districts to establish classes for intellectually or emotionally

handicapped children, but did not require that these children be

educated. It did reqpire the education of physically handicapped

children, even up to age 31 in some cases. Local districts were liable

for a handicapped child's tuition. Ekcess costs above average tuition

levels were not subsidized by the state.

By 1974, this permissive language was leading to significant

problems. In a budgetary crisis that year, the state legislature

decided to transfer $500,000 from the special education budget to the

Add to Families with Dependent Children (AFIX;) budget. This seriously

impaired the ability of the state to provide "the best and most

effective education possible." At the same time, the legislature

shifted the special education funding mechanism from per-child

allocations to programrbased allocations. This had the immediate

effect of stimulating program development on a regional basis. By

1976, 18 special education regional consortia had formed to provide

contracted services to local member districts. Under this system,

handicapped children often attended regional programs away from their

home districts, thus perpetuating segregated treatment.
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The passage of P.L. 94-142 in 1975 and its full implementation

in 1978 created pressures to clarify the special education mandate

and move away from a regionalized system. Requirements for least

restrictive placements and federal allocations based on child counts

rather than program efforts resulted in major amendments to state law.

Easentially the law was amended to require special education for all

handicapped children between 3 and 21 years old. No longer could

children be excluded because they were (Jeered not "capable of being

benefitted by instruction" (1965 language).

In 1981, the state legislature repealed RSA 186:A and replaced it

with RSA 186:C. The new law established a funding formula which was

intended to equalize special education allocations across property-

wealthy and property-poor school districts. This was the first attempt

at equalizing education funding in New Hampshire. The legislature

subsequently adopted an equalization formula applicable to all areas

of state-funded education in 1985.

The 1981 law also ended state subsidization of per pupil costs

that exceeded twice the state average tuition costs for nonhandicapped

children. A new approach referred to as "castastrophic aid" was

implementei. Catastrophic aid was to be made available to a local

district whenever a handicapped child's educational costs exceeded

$9,000. At that point, the state would provide 80 percent of the

additional costs. However, based on the actual number of catastrophic

cases, the state would need to appropriate about $4.2 million, based on

FY '84 figures. The actual appropriation for catastrophic aid has been

about $1.25 million since 1981. Local school districts have therefore
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had to make up the $2.9 million difference. In FY '84, 757 students

were eligible for catastrophic aid. This represents 4.3 percent of the

17,579 educationally handicapped children identified in New Hampshire

as of April, 1984. The actual cost to local school districts for these

757 children was about $9.7 million; the state provided an additional

$1.25 million. Average annual tuition costs for these severely

handicapped children was just under $16,000. Many of these severely

handicapped children are at risk for institutionalization if adequate

community-based service5 are not available.

It should be noted that federal appropriations have done little to

ease local costs. As indicated earlier, Part B of P.L. 94-142 provided

about $193 per handicapped child during FY '85. That is the equivalent

of just over 136191:days of service for a child whose educational costs

are $16,000 and who attends school 180 days per year. Additional funds

are made available to previously institutionalized children and those

at risk for institutionalization under P.L. 89..313. This subsidy

amounted to $525 per child in FY '85, or about 6 days of service for

the severely handicapped child. Clearly these federal appropriations

do very little to offset the financial burden on local school districts

responsible under federal and state laws to provide a free appropriate

public education to all handicapped children.

In 1985, the legislature took major steps to equalize state

education spending. Under threat of a law suit from property-poor

towns, the legislature enacted what is known as the Augenblick formula.

The $8.1 million previously earmarked for special education under RSA

186:C was made a part of a total aid package which included foundation
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aid, Sweepstakes aid, and basic special education aid. The formula

allocates funds according to an individual district's (a) type of

special education services and the numbers of students at various grade

levels, (b) property wealth, (c) per capita income, and (d) property

tax rate. The law also sets as a goal a total appropriation level

equal to 8 percent a the educational expenses in an average district.

However, that goal is a distant one given that $50 million is needed to

reach it and $24.3 million was actually appropriated for FY '86.

Finally, the 1985 legislature also increased the catastrophic aid

appropriation by 35 percent for FY '86, to $1.64 million..

This history of special education services in New Hampshire

demonstrates a clear philosophical commitment to providing appropriate

programs that is not supported by state-level funding. Since 1965,

the state has provided varying levels of financial support in order

to assist local school districts deliver special education services.

That support has increased incrementally in the past five years. The

primary burden for covering special education costs remains with local

districts. Reliance on the local property tax to pay for about 85

percen_ of the costs of educating children has resulted in resistance

to expanded funding for handicapped children, particularly when those

children are severely handicapped and require intensive and expensive

treatment.

In the past, local school districts could send severely

handicapped and mentally retarded children to the Laconia State School.

Because the residential and educational expenses incurred at LSS were

paid for out of the state operating budget rather than local school

4 6
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budgets, such a placement was obviously the easiest way to dea2 with

the education of a child who required extraonlinary support. "Cut of

sight -- out of mind" seemed to be the prevailing practice. However,

by the mdd to late 1970s, state and federal policies and the early

stages of the Garrity v. Gallen litigation acted to counter this simple

approach. Statutory requirements for (a) individualized education,

(b) placement in least restrictive alternatives, (c) opportunities to

interact with nonhandicapped peers, and (d) decision-making by

multidisciplinary teams representing a child's local school district

meant that placement at LSS could only occur as a last resort and with

full involvement by the child's local school district and his or her

parents. The order issued by Judge Devine in Garrity v. Gallen

summarizes concisely what the pr, Al practices were and why they

were deficient.

Whether out of timidity in the face of [the]
powerful local voice, out of deference to the local
taxpayers who are primarily footing the bill for
education in the state, or out of sheer andication
of responsibility, the State Board of Education has
failed to fulfill its responsibility of enforcing
the EMA (Education of Handicapped Children Act) and
RSA 186-C. Fax from being the driving force behind
the towns and cities, the State too often ends up
"passing the buck", and indeed, in the past has
failed to live up to its own statutory responsibilities
by failing to reiniburse the towns and cities for the
excess cost of education, as required by RSA 186-A (now
repealed). All too often in the past LSS has served as
a repository for children whose own school district
cannot or will not provide for them. Children often
end up at LSS not because it has been deemed, after
careful consideration, to be the most suitable placement
for them among an array of alternative services, but Box'
reasons completely unrelated to their best educational
interests. Parents, often extremely well meaning, have
become utterly frustrated with caring for their mentally
retarded children at home. Local school districts,

4 '?
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already under fire from angry property taxpayers for
the cost of education, refuse to accommodate the special
needs of these children in their own schools or to fund
alternative local placements; instQad, they deposit the
child in the lap of the State and consider their task
to be done. (1p. 134)

The evidence at trial revealed that the local education
agencies (rAns) fail to take responsibility for children
at LSS who originated in their districts, and that the
State has failed to exert pressure on them to do so. In
effect, LSS has assumed the role of the Las. The School
and its aininistration had, at the time of trial, developed
Individual Education Plans (IEPs) for the approximately
ninety children residing there. But Edward DeForrest,
Director of Special Education for the State, testified that
less than twenty-five percent of the school districts from
which these children have come are involved in the formulation
and review of these IEPs. (pp. 136-137)

Without part:.cipation from the LEAs, children at LSS
lose an effective advocate, and in some instances, they lose
their only outside advocate. As mentioned above, at the
inception of this trial, several children between the ages
of three and twenty-one were without prents or guardians.
At the time of trial ten children were without parents,
fifteen percent had limited contact from their parents,
thirty-five to fifty percent had little if any contact.
Only twenty-eight percent of the parents are involved in
the IEP process. (pp. 138-139)

In conclusion, the crossed lines of authority and lack
of accountability for educationally handicapped children in
New Hampshire has created the perverse situation that the
children in greatest need of services and individual
attention often receive the least care and attention. Local
school districts serve non-handicapped students, but see LSS
as an oasis in which they can discard their more difficult
and more costly handicapped students. Even assuming that
the State exercises good faith in attempting to pick up the
slack and to provide an adequate education to students at
LSS, the fact is that for many children, LSS is a wasteland.
Without prodding from interested parties such as parents,
guardians, or surrogate parents and the LEA, as envisioned
by the BMA, the State becomes, in effect, the guardian of
the child and the reviewer of its own programs. Not
surprisingly, as its own appeals court, the State has been
extremely lenient on itself. There being a small pie to
begin with, education at LSS gets a very small slice.
(pp. 140-141)
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For the present, it seems that Laconia State School is not an

appropriate alternative placement for severely handicapped children.

Only 3 children have been admitted to LSS since the beginning of 1982.

Since the early 1970s, as will be seen in the next section, the

direction of movement has been from LSS back to local communities.

/t is the consequences of this movement that are of primary concern

in this study.

The Deinstitutionalization Movement

InatitutimaLgrszottLandilealine.

Tbe size of public institutions for people with mental retardation

grew steadily from their inception in the 19th century to the late

1960s. In 1904, for example, there were 14,743 people in mental

retardation institutions in the United States. In 1930, the number had

grown to 72,565. By 1946, there were 119,456 institutionalized people

(Kirk & Spalding, 1953). In 1960, there were slightly over 160,000

mentally retaxded people in public institutions. In 1968, the number

peaked at about 190,000 people (Conroy & Bradley, 1985). The average

size of a public institution in 1967 was 1,250 residents (Bruininks,

Meyers, Sigford, & Lakin, 1981).

Since the late 1960s, there has been a steady decline in the

number of residents in large public institutions, a decline in the

average size of pUblic institutions, and a significant proliferation in

the number of smaller, community-based facilities. In 1983, there were

1 "
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slightly over 100,000 people in public institutions (Conroy & Bradley,

1985). In 1975, the average size of large public institutions was 700

(Conroy, 1977), down by 44 percent over an eight-year period. By 1982,

large institutions (those with an average size of 366 residents) were

reducing their enrollments bY 5.6 percent annuallY. while all other

forms of residential care were growing. Sixty percent of all group

homes that existed in 1982 had opened in the past four and one-half

years. In the five year period preceding 1982, the number of group

homes with less than 15 people increased by 98.9 percent nationally,

and the number of people living in such homes grew by 87.2 percent

(Hill & Lakin, 1984).

The population that has most often made up the group that has left

large institutions to live in smaller comnunity-based facilities has

been younger and less retarded conEared to those who have remained.

Children (those individuals under 21 years old) went from having the

highest rate of institutionalization in the late 1960s to the lowest

rate by the late 1970s. Children left institutions at a higher rate

than adults throughout the 1970s. ThirtY-two percent of all discharges

from institutions in the mid-1970s were children from 6 to 18 yeaas

old (WYngaarden & Gollay, 1976). By 1982, less than 25 percent of

institutional residents were under 22 years old (Hauber, Bruininks,

Hill, Lakin, & white, 1982). As Bill and Lakin (1984, p. 13) have

noted:

The decrease in the number of children and youth in
the residential care system is a dramatic and socially
significant finding. This result of social policies
creating ace funding community-based education and
support programs for children and their families is
one in which adv(x,ates may feel some justifiable pride.
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As children have left in.stitutions over the past fifteen years,

trends in the degree of their handicapping conditions are notable.

Beginning in the late 1960s, institutional admission criteria became

more stringent, resulting ha fewer aimissions of mildly retarded

children and non-retarded children with physical handicaps. By 1979,

61 percent of new admdssions were for people with severe or profound

mental retardation, a substantially higher proportion than obcurred

in previous years (Scheerenberger, 1981; Willer & Intagliata, 1984).

In the five-par period prior to 1982, profoundly retarded residents

increased in proportion to all other categories of .:etardation of

institutional residents. During the same period, tt.' -ttion of

profoundly retarded residents in group homes more than doubled, and

severely retarded residents in group homes a/so increased compared

to mildly and moderately retarded people & Lakin, 1984).

Very few studies of the deinstibationalization of children have

been published. Most community placement/adjustment research has

focused exclusively on adults or has combined adults and children in

the reporting of findings. For example, in a review by Freedman (1976)

of 28 studies, only two of these included subjects less than 21 years

old, and those two studies emphasized adult measures of success such

as independent living, marital relations, and employment rather than

child-appropriate criteria such as educational placement and family

adjustment. More recent investigations or reviews (Eyman & Arndt,

1982; Landesman-Dwyer, 1982; Schalock, Harper, & Carver, 1981; Willer

& Intagliata, 1981, 1982) have continued to ignore the status of

5 I
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deinstitutionalized children, especially with regard to the

provision of educational services. In a comprehensive review of 30

deinstitutionalization studies that were published between 1980 and

1985, Mallory and Herrick (in press) found only 4 studies in which

the average age of subjects was below 21. (cf. Ellis, Bostick, Moore,

& Taylor, 1981; Heller, 1982; Reagan, Murphy, Bill, & Thomas, 1980;

Seltzer & Krauss, 1984). The most comprehensive study, that of Seltzer

and Krauss (1984), will be discussed below.

Studies that include both children and adults have often compared

the outcomes of deinstitutionalization for the two age groups. Gollay

(1976) and Freedman, WpIgaarden, and Collay (1976) found that: (a)

children who leave institutions are more likely to be severely and

profoundly retarded than released adults; (b) children are almost

twice as likely to he placed in natural or adoptive homes as alults;

(c) adults are twice as likely to be placed in group homes as children;

(d) children are less likely to return to institutions than adults;

(e) children are perceived as having fewer unmet neolds and causing

fewer problems than alults; and (f) communities may be more accepting

and supportive of deinstitutionalized children compared to adults.

Additional comparative work has been done by Nihira and Nihira (1975),

who found that children placed in comnunity settings were more likely

to exhibit jeopardizing behaviors (endangering the health and safety

of self and others) than adults.

52
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Studies which have isolated variables related to the community

placement of children indicate that: (a) over half of the children

who are released go to self-contained special schools rather than

Integrated public schools (Wyngaarden, Freedman, & Gollay, 1976);

(D) foster care is more successful for severely retarded children than

mildly or moderately retarded children (Sternlicht, 1978); (c) lower

income families are more likely to accept their own child back into

the home after release than higher income families (Bruininks, Thurlow,

Thurman, & Fiorelli, 1980); and (d) children who are deinstitutionalized

are more likely to be older at the time of initial admission than

children who are not released (cRyngaarden, Freedmen, & Gollay, 1976).

Reasons for failure of community placement, resulting in

readmission of children, include lack of respite care for children in

natural or adoptive homes (Pagel & Whitling, 1978) as well as negative

community reactions to the presence of mentally retarded children, lack

of educational services, amd conflicts between natural and foster

parents (Sternlicht, 1978).

Both natural families and foster parents caring for released

children face problems related to a lack of community support

services, including educational programs. Justice, Bradley, and

O'Connor (1971) reviewed. the experiences of 195 children on leave from

Pacific State Hospital. The children ranged in age from 4 to 17, with

most falling in the 12-17 year old group. Problems faced by their

foster parents included lack of public acceptance for the children,

difficulties with schools related to inadequate services, lack of day

care and recreation programs, lack of medical and dental care,
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conflicts with agencies responsible for placement, conflicts with

natural parents, and maladaptive behaviors in the children. These

problems, however, can be overcome if community support services are

available. %len such services are available, there Ls evidence that

foster parents will positively adjust to a child's handicapping

conditions (Browder, Ellis, & Neal, 1974). Natural parents also

report problems in accepting released children back into their homes,

including lack of free time, neglect of other family neuters, and

adverse reactions from relatives, neighbors, and friends (Bruininks,

et al., 1980). Finally, families who refused to accept their own

children after discharge were more likely to choose institutionalization

initially becalse of a death or illness in the family or concern that

the female spouse would have to change or quit a jcb in order to meet

the needs of the disabled child.

Wo critical variables which bear ',,- policies aff.x.:ing

deinstitutionalized children are placement stabilit-.! 4mamat and

direction of placement instability. Placement stability is defined as

the percent of children who remain in the educational and residential

placement to which they are initially discharged. Placement

instability is defined as the percent of individuals shifting

educational and residential placement and the degree to which the

subsequent placenents are more or less restrictive. The only study

focusing exclusively on children using these variables is that of

Reagan, Murphy, Hill, and Thomas (1980). They examined the post-

release histories of 188 mildly and moderately retamded children placed

in natural, foster, and group homes. The average age of the children
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at the tine of placement was 15 years. They found that 18 months after

release, most children placed in their natural homes were still there,

and only a smell number had mcved to more restrictive settings.

Children placed in foster homes were more likely to have changed

placements, usually in the direction of less restrictive environnents.

Children in group homes were still more likely to have chamged

placements, with over half moving to more normalizing foster or

adoptive care. Unfortunately, the study did not examine specific

educational placements in addition to residential settings.

Seltzer and Krauss (1984) have recently exandned the residential

placements of a sample of 761 children who lived in public iastitutions

in Massachusetts in the period between 1972 and 1976. By 1980, 211 of

these children (27.7%) had moved to community residences. Of these,

197 (93.4%) were in group homes or foster homes; and only 14 (6.6%)

were in their natural homes (see Table 6.1 in Chapter 6 for a conparison

of these findings with an earlier study and with the present study).

Of the 540 children who remained in an institution, only salabzd been

recommended for placement in her natural home. 1hose children who had

left were less impaired with respect to mobility, medical problems, and

level of retardation, and had fewer behavior problems compared to those

children who remained. Children placed in community residences (foster

care or group homes) were somewhat older and had a greater need for

medical services than those placed in their natural homes, but there

were AO :Aber significant differences between these two groups. The

strongest predicator variables for determining which children 'remain at

an institution and which are placed in commAnities are (a) the need for
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on-call medical support, (b) the nunber of nedical services received,

(c) adaptive behavior deficits, and (d) the level of retardation.

Given the high frequency of medical needs of children who are likely

to remain in an institution, Seltzer and Kraiss (1984) reconmend the

development of specialized ccumunity res4dences capable of providing

extensive nedical supports in order to facilitate the

deinstitutionalization of children and prevent the institutionalization

of children still living at home.

In general, follow-up information on children who have been

deinstitutionalized is haphazard or nonexistent (Bruininks, et al.,

1980). Where such work has occurred, it has not examined the

educational programs received by children, and has not determined the

extent to which such programs are congruent with the mandates of P.L.

94-142 and state level special education laws. Becalse the primary

location of educational programs for severely handicapped children has

been in residential institutions or self-contained day schools

(Kenowitz, Zweibel, & Blgar, 1978), and because institutions have been

deemed in numerous court decisions to be restrictive and inappropriate

places for the provision of educational services, it is critical to

examine both the educational and residential status of

deinstitutionalized children.

Beinstitutionalization and Community Services for Children in
New Hampshire

Since 1970, the nunber of children at IESS has decreased both in

size and in proportion to the total resident population. In 1974, for

5 b
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example, children (those below 21 years old) comprised 28 percent of

the resident population; five yeaxs later the proportion had decreased

to 14 percent. By mid-1985, the proportion of children was down to 3.5

percent, half of whom were profoundly retarded. Figure 2.1 indicates

the total child enrollment each year from 1970-1985, including those

living on campus and those in trial comnunity placements. The 1970-1973

and 1975 figures are estinates based on the assumption that 30 percent

of the LSS population was below 21 from 1970-1973, and 26 percent was

below 21 in 1975.

Because specific records were not maintained by LSS concerning

ccununity placement of children prior to 1976, it is impossible to

know what proportion of the decline in children before 1976 is due to

placement and what proportion is due to attaining aiulthood. Beginning

in 1976 however, monthly records are available of comnunity placements

and discharges. These numbers are shown in Table 2.1. It is important

to note that these are not unduplicated counts. That is, the same

child may have experienced both community placement and discharge in

the same year, and some children were placed more than once in the same

year (or in different years). A very small number of children were

also discharged, readmdtted, and subseqpently discharged again.

During the nine and one-half year period depicted in Table 2.1,

there were 90 community placenents of children (an average of 9 per

year), 35 returns of children to LSS from comnunity placements (;;=3.5),

and 61 discharges (x=6.1). The ratios of returns to placements

ranged from a low of 4:13 in 1976 to a high of 11:13 in 1979. The

percentage of children placed from tfAa total LSS population averaged
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Table 2.1

Yeara

Children on Community Placement or Discharged from LSS, 1976-1985

Community Returned to LSS From
Placements Community Placement Discharges

Total Child
Enrollmentb

1976 13 4 17 200

1977 17 6 12 145

1978 11 4 6 120

1979 13 11 2 96

1980 9 7 2 78

1981 6 2 1 65

1982 2 1 2 54

1983 11 0 6 36

1984 5 0 12 21

1985 3 0 1 9

a
Based on 12-month period ending December 31;
except 1985, which includes data through June 30 only

b
Includes both in-residence and community placement populations
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1.67 percent, from a low of 0.4 percent in 1982 to a high of 2.5

percent in 1977. The number of new admdssions to LSS declined over the

period from 7 in 1976 to 3 each in 1977, 1978, and 1979, one each in

1980, 1981, and 1982, none in 1983, and 2 in 1984.

Table 2.2 indicates the percentages of the child and adult resident

populations experiencing community placement from 1976 to mid-1985.

Prior to 1979, adults left at a greater frequency than children.

Beginning in 1980, children were placed proportionately more often

than adults (except during 1982). Since the beginning of 1983, roughly

one-fifth to one-quarter of both the adult and child populations have

been paaced annually. It appears that this rate may be slowing for

adults and accelerating for children in 1985.

It is impossible given the record keeping system at LSS and our

lack of access to all files of children who lived there to determine

the exact unduplicated number of children who left between 1970 and

1985. However, we can arrive at an estimate based on the data that

are available. When we began the clinical reviews in 1982, we arrived

at a figure of 226 children who were placed some time after 1970 prior

to their 21st birthdays. However, it was soon apparent that many of

this group had not actually lived at LSS more than two or three weeks.

In the early 1970s, LSS provided the only comprehensive facility in New

Hampshire for evaluation of retarded children. EValuation involved

formal admission, so the census in those years included these short-

term residents. Although a child would leave soon after admission, no

formal discharge occurred until some time later. In some cases,



Table 2.2

Co o of Child and Adult Community Placement Ratios

Total Child Number of Child
Enrollment Community

at LSSa Placements b

Child CPs as
a Percent of

Child Enrollment

Total Adult
Enrollment

at LSSa

Number of Adult
Community

Placements b

Adult CPs as
a Percent of

Adult Enrollme

20.2%190 13 6.8% 525 106

181 17 9.4% 504 108

131 11 8.4% 508 82 16.1%

107 13 12.1% 504 52 10.3%

82 9 11.0% 497 45 9.1%

64 6 9.4% 476 31 6.5%

52 2 3.8% 451 40 8.9%

43 1 25.6% 415 87 21.0%

20 5 25.0% 337 61 18.1%

10 3 30.0% 273 17 6.2%

January 1 each year; figure includes in-residence population only

3tive figure for 12-month period, January 1-December 31
nonths, January 1-June 30, 1985

GI
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discharge was not recorded for more than a year after the brief stay,

resulting in inaccurate counts of the resident population.

In addition, some children left LSS in the late-1960s, but their

placement or dischaxge was not notes until some time in the 1970s. We

did not wish to imclade these two groups in our sample because (a) the

stay at LSS was so brief that it would seem to have little consequence

for the education and family circumstances of the child, or ()) the

child left prior to the historical period of interest. Eliminating

these two groups resulted in a potential pool of 187 children. Three

of: these children had died at the time the project began, resulting in

a potential sample of 184. Bbwever, we are not conpletely confident of

the accuracy of this number given our inability to contact each family

to confirm the length of residency and date of placement. As will be

seen in Chapter 3, we mailed informed consent letters to the last known

addresses of the potential sample. Of the 187 letters mailed, 63 were

returned by the post office as undeliverable (30 such address,

addressee doesn't live here, forwarding time expired). Subsequently,

we located B. of this mdssing group through other means. In the end,

we established contact with 74 of the potential group, leaving the

remaining 113 unverified in terns of their residential status at Lss

and in the ccuaunity.

Because we encountered several situations in the contacted group

where it turned out that records were inaccurate, and two perplexing

instances where the.parents claimed their children had never been at

LSS, our confidence in the 187 figure is low. Cur best estimate is

that the actual figure is slightly lower, or approximately 170 children

6 3
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lived at LSS for a significant length of tine during the period of

investigation and were placed in the local comnunity prior to reaching

adulthood.

Riese, gave These Children Gone?

There has been very little follow-up research on deinstitutionalized

children either nationally or in New Hampshire. Recent investigations

focussing on children are discussed La an earlier section of this

report. Ma New Hampshire, there has been no systematic effort by LSS

staff or state agency staff to document the experiences of children who

once resided at LSS. The present study is an attempt to fill this

critical kncwledge gap, and the work currently underaay by Janes Conroy

and Valerie Bradley under contract with the New Hampshire Developmental

Disabilities Ccuncil will also shed some light on our understanding of

the consequences of deinstitutionalization.

Latere we will answer the question at the head of this section in

detail. At this point, some general comnents are necessary. First, a

system of alternative living arrangements located in children's home

commanities sinply has not evolved in New Hampshire. By 1985, there were

only 33 children receiving residential care under the auspices of the

Cffice for Ccamunity Developmental Services of the New Hampshire Division

of Mental Health and Developmental Services palit6) (Lepore, 1985).

In general, children with severe nental retardation or other major

disabilities either live at LSS or remain at home with their families.

In New Hampshire, 15 percent of all nentally retarded people who live

outside of their natural homes are under 21 yeamm old. Nationally,

6
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24.8 percent of mentally retarded people who live outside of their own

homes are children. We seem to reay more on care for children in their

natural hones than is the case in other states. In 1982, there were 71

residential facilities for Hentally tetarded children and adults in the

state (Eauber, et al., 1984). It is not known how many of these

facilities cared for children, although it appears that very few did

so. As of 1985, there were fewer then a dozen residential facilities

specifically designed for children, emd alunst all of these opened

within the past three years. In arecent report issued by New

Baupshire Legal Assistance, it was asserted that, "Individuals under

the age of 21 are experiencing tremendous difficulty in dbtaining

housing through their Area Agencies tthe regional service system for

people with developmental invairuents]" (Rugg, 1985).

EXpenditures for comuunity services have traditionally been below

those for institutional services. Recently, however, that tradition

has changed significantly. In 1977, Ned Sampshire spent about three

times as much on institutional care and treatment as on community

services. That ratio remained roughly constant until 1984, when

community expenditures exceeded institutional expenditures for the

first time. In fact, NW Haupshire's cammanity service expenditures

were among the five highest in the United States, based on percentage

of personal incoue and per resident calculations (Braddock, Roves, &

Seup, 1984). These figures are clear signs of an increased

commitment to tbe provision of communitybased care and treatment.

6t--
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Ebwever, the vast majority of these services are ained at adults.

Children with mental retaxdation.by and large depend on their families

and local school districts for their residential and educational needs.

And families and local school districts receive very little outside

state or federal assistance in meeting these needs.

In sum, residential and educational services for both children

and adults with severe retardation have been delivered primarily in

institutional or segregated environments until quite recently. When

children left LSS to return to their families and local schools,

there was no systematic procedure for keeping track of them. A

community-tx.-ed system c-AYNole of meeting the unique residential and

educational needs of 611 an did not begin to emerge until the early

1980s. It is in this lignt that we pose the primary question that

has guided our investigation: What are the residential and

educational consequences of deinstitutionalizing children with mental

retardation? We now turn to that question and the data we have

gathered to answer it.
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Chapter Three

Locating the Research Population

The process of locating those subjects who met our population

criteria described in detail hn Chapter Five seemed to present a

classic N.-latch-22" situation. In order to know who would be

included in the study- (and therefore from whom we needed to obtain

consent), we had to determine which past and current residents of

the institution met our specific age and reshdency criteria. This

determination required access to clinical records at the

institution. But in order to have such a=cess, we needed prior

consent from all those individuals whose records we would examine

"he institution had no way of knowing which residents met our

teria, requiring that someone review all client records,

including those stored in the state archives. The problem was

pertially solved by the LSS administration when it agreed to hire

one of the principle investigator's graduate students as a staff

member of the institution. This person then had access to the

records because she was now a legitimate member of the

institutional staff. After two months of reviewing the records,

she was able to develop a list of those people who we needed to

locate. However, she could not share those names with the

Uhiversity research team without the written permission of those

involved.

The next step, then, was to have her give the list of potential

subjects to institutional staff in its Office of Community Integration.
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They agreed to mail letters, including consent forms and an explanation

of the study, to all those on the list. As indicated earlier, many of

the addresses available from the institutional records were outdated.

Cf 187 letters mailed to potential members of Population One (those who

had left prior to their 21st birthdays), 63 (33.7%) were returned by

the post office. After a total of three mailings to locate subjects,

60 letters remained either unretarned by the post office or unreturned

by the addressee. There is no way of knowing whether these letters

were received and ignored, lost, or received, read and not returned

because the parent or guardian did not wish to participate.

Of those that were returned by the parent or guardian, 10 denied

consent for their child or ward to participate. The most common

reasons for denying consent included current family stress that

precluded participation in interviews, fear of intrusive questions,

and a misconception that participation in the study would lead either

to reinstitutionalization in the case of ccmmunity residents or to

deinstitutionalization in the case of institutional residents. This

latter misconception occurred partly because the cover letter sent to

the parents or guardians was on institutional letterhead, although the

consent documents were on University stationery. Thus, for those

perents or guardians who feared that the study meant their child might

be recommitted, the letterhead only served to reinforce this notion.

We strived to emphasize the independent nature of the study, but

parents or guardians were often unable to make the subtle distinction

between the state university (acting as an independent agency) and the

state institution.
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Networking

Given the problems encountered in soliciting consent through the

mails, our next step was to develop community networks of people and

organizations that could assist us in locating subjects. The networks

that seened to hold the most promise included community agency staff

(espec,ially case managers) and parent organizations such as state and

local chapters of the Association for Retarded Citizens (ARC). In

order to obtain the support and cooperation of these groups, we went

through a four-stage process of: (a) telephoning and meeting leaders

of the various community groups, (b) arranging time on the group's

meeting agenda to describe the study and solicit support, (c) distributing

"contact packets" to the group menbers, and (d) maintaining contact with

the group to assure that they followed through on the agreed-upon

procedures. The "contact packets" included a one-page description

of the study, a list of the personnel involved, an informed consent

document, and a self-addressed stamped postcard that parents or

guardians could return directly to 11' ti) indicate that they wculd

like more information tefore giving fAeir consent.

This approach was well received by ASC groups. Parents were

able to see the potential benefits of the study, although some had

inappropriate expectations that participation would lead to better

services for their individual children. One father even withheld

consent when we explained that we were unable to act as advocates on

behalf of his child, whose services he felt were inadeopate. Although

we were ready to provide names of service providers and advocacy groups

when parents expressed such concerns, we had neither the time, the
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ability, nor the right to conduct individual investigations during the

course of the research. In general, ABCs were enthusiastic about the

project and devoted tine and energy to mailing the contact packets to

members and publicizing the study in their newsletters. Because we

often could not directly trace the source of a consent when one was

obtained, the nunber of additional consents resulting from this activity

cannot be determined. However, a secondary benefit of this n ,., is was

that many more people becane aware of the study in its early -cages.

The initial meetings with these groups also led to important discussions

about parents' perceptions and evaluation of comnunitization in its

present state. This knowledge was useful in guiding us to more

meaningful interview questions, and in analyzing the data to generate

policy recomendations. The research process was therefore more

grounded as a result of the development of these comnunity networks.

Service Providers as Informants

Developing rapport and support with case managers and other service

providers was a somewhat different experience. The case management and

communJty services system in New Hampshire was in its early stages of

development when the study began. Many of the staff in these agencies

were ney to their posztions, and many had no previous experience with

research projects. This inexperience, coabined with the common concern

that our study would reflect on their ability to pettnrm their jobs,

resulted in some initial resistance. Meetings were arranged with the

administrators of the community services to explain the purposes of the

study and to describe our expectations regarding access to staff and



57

records. Additional meetings were held with case managers for the sane

purpose. At this level, we encountered skepticism and sone trepidat:Ion.

Case managers, who rightfully saw themselves as overworked, expressed

concern about our demands on their time. Some questioned the v.nlue

of research, arguing that our questions were either too general to be

of help to them, or that our presence would create prOblens in th(,L.

relations with their clients. Many times, case managers and others

wanted us to add specific questions or variables that would respond

to their immediate concerns. Some of these suggestions were quite

helpful, others seened to reveal underlying fears that our work would

result in an evaluation of their performance. After repeated aeetings

with groups and individuals to clarify the goals and limits of the

study, most of this resistance and fear dissipated.

Similar reactions were encountered with institutional staff and

pUblic guardians. At the institution, in the early stages of record

review and interviews, staff assumed.that the study was directly

related to the recent litigation that had led to a harsh indictment

of the institution. Sone staff tught that our workers were attorneys,

and many perceived our role as primarily evaluative. After the first

month, when we 7717,id a great deal of attention to t;-ccol and hierarchy

at the institution, staff relaxed and opened up to us, acczvting our

presence as routine.

Public guardians, who had legal responsibility for many of our

potential subjects, were also skeptical in the early stages. Their

concerns focused on informed consent and the intrusiveness of our

procedures. As guardians of our subjects, they closely scrutinized
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consent documents, requested meetings with us, arid questioned our

purposes and procedures. They clearly had a prott.,'!ti:ve stance relative

to their wands. They also expressed fear that our contacts with family

members could interfere with their role as guardians. There as a

belief that the parent interviews could result in some parents wanting

to re-establish contact with their children, which could possibly lead

to tension betwee- the legal guardian and the subject's parents. It

was agreed that parents who had not had contact with their children

since they left the inshitution would not be interviewed. For our

purposes, they would not be valid sources of data anyway since their

contact with their children was minimal. In the end, the public

guardians provided consent and were fully cooperative as the study

progressed.

In addition to the steps just described, meetings to explain

the project were held with parents of children still residing at

the institution, state-level administrators in the Departments of

Education and Developmental Services, and the state-level committee

on PL 94-142 compliance.

rcormed Consent

As potential subjects were identified through the third party

route just described, the next step was to obtain their informed

consent to participate in the study. Research which focuses

primarily on children with mental retardation presents some unique

considerations in the area of informed consent. On the one hand,

people under 18 years old are minors and legally incapable of
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giving their own consent, whether or not they are classified as

uentally retarded. This group presented no significant probleas in

obtaining consent. All of our subjects who were still below 18 had

parents or guardians who were aacessible to us. On the other hand,

many of our subjects were no longer minors. Some were still below

21, and therefore viewed as children for the purposes of the study

(that is, they were still eligible for educational services under

PL 94-142). Most of the romaining group were in their early to

mid-twenties. Some of these young adults had been assigned public

guardians, and Obtaining consent was a straightforward process.

But the remaining group had not been adjudicated as imcompetent,

and therefore they were legally their own guardians. Yet many

still lived at home, where their parents acted as their guardians.

In fact, almost all of the parents contacted believed that they

still had legal authority over their adult children. EVen when

subjects were no longer living at home, parents viewed themselves

as having the right to make decisions for their children.

This situation presented us with an interesting dilemma.

Should we take a strictly legal approach and obtain consent solely

from the adult retarded person, bypassing the parent, or should we

view the retarded person as de facto incompetent and seek

substitute consent from a person who had some social and personal

responsibility for the individual (ia this case, his or her parent

or nearest relative)? We opted for the latter choice. We believed

that to bypass the role and concern of the parent would

unnecessarily introduce confusion and stress. For us to introduce

7:3
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the notion that the parent no longer had any legal relationship to

their child, and that we could enter into their lives without the

parents' permission, was seen as intrusive. were also concerned

that we establish positive relationships with parents so they would

participate as respondents to our interviews. Because the service

providers also seemed to be acting as though the parents were still

guardians, we wanted to act in a consistent fashion. Interestingly,

none of the state agencies, community staff, or institutional staff

raised this issue as a concern. It was one that we identified and

resolved internally.
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Chapter Four

Fieldwork Methods

The primary methodological approach used in this study was

triangulation. Triangulation requires the use of two or more methods

to measure the same trait for the purpose of insuring reliable and

valid observation and definition of that trait (Campbell & Fiske,

1959f Denzin, 1970). The term tI.Orqulation refers not only to the

distinctly different methods that are used, but also to the different

sources of %.:atzii used to measure the sane trait. That is, multiple

tools of measurement are applied to multiple groups of informants.

Recall that the guiding question in our study is, "What are the

consequences of comnunity placement of previously institutionalized

school-age children?". Tb answer this question (and the many more

specific quest.ions related to it), we wanted to know what factors

determined the post-Institutional experiences of the research

population. Therefore, we considered medical and behavioral

descriptions of the children, their diagnosed levels of retardation,

pre- and post-institutional experiences In the comnunity service

system, family social and economic background, and parent attitudes

toward institutional and community care. Table 4.1 summarizes the

key traits cf Interest in the study and the data sources used to

examine each of these traits. As can be seen from the table, several

several methods were employed, including review of archival data and

interviews with multiple informants (parents, case managers, service

providars, and ex-residents).
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Table 4.1

Data Sources and Types

ype ul

Data
Family

Background

Reasons
for

Admission

Medical and
Behavioral

Characteristics

Community

Residential

Services

Educational

Attit
Towa

Deinstitutio

lona]

s
x x x (1)

__-

(1)

alative/
an

x x x x x x

ager or
a Provider

x x
(2)

x x

ant x x x x

(1) Community services data only available during trial placements prior to final discharge

(2) Only for post-institutional period
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Interviews

The interviews were of the schedule standardized type (Denzin,

1970). However, interviewers were allowed some leeway in the order

in which they asked the questions and in the phrasing of questions

so that the respondent understood exactly what he or she was being

asked. At times, the interviewer's role was to record information

which was spontaneously offered by the informant before a specific

question was even asked, requiring the interviewer to go back and

forth in the schedule, accor3ing to where a partbcular item was

located. Allowing for this kind of flexibility and spontaneity

reduced the reactivity of the instrument.

Face-to-face interviews were chosen over mailed questionnaires

because the interviewer could explain and dispel any questions or

misconceptions the informant may have had regarding what was being

asked, thereby reducing ardbiguity and incorrect responses; and the

conditions under which the data were gathered became more uniform.

EVen though there was a great diversity of interviewing conditions

because of the idiosyncrasies of families' homes and service

settings, the interviewer acted as a constant factor as well as an

agent of social control, tending to reduce the amount of interference

that might otherwise have been present if the person were simply

filling out a questionnaire.

The drawbacks of the interviews are that (a) they are measures

taken at one point in time, (p) information is subject to the

accuracy of the memory of the respondent, and (c) there is no pre-

testing, i.e., there is usually no information about the period of
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time prior to the point in time being covered by the interview. In

order to compensate for these shortcomings, institutional records

were examined which served to provide an historial context to the

data we gathered from informants. In this way, archival analysis

provided the pre-test information and a more longitudinal perspective
(1)

than would otherwise be possible was gained.

Another major disadvantage of the interview method is that it is

open to recall and vieRpoint biases. For example, one parent in his

opel:.ing statement about his son's educational career, said his son

received "no education" and "hardly any services." Later in the

interview, however, the father proceeded to tell the interviewer

about several schools his Son had attended. His opening gaMbit

had more to do with his current frustration at his son's present

situation than with his son's educational history, which was the

main focus of the interview. Had we not built in reliability checks

by asking about education in two different points in the interview,

this may not have been revealed.

Because of the many correlates of memo,:y bias and decay--elapsed

time, frequency of the event, level of importance or significance to

the individual--parents were not asked to provide too many

particulars regarding their child's educational experience, only to

answer whether their child received educational services before and

after going to the institution. Though we asked for the length of

(1)

Copies of all record refiew and interview protocols
are available from the principal investigator.

7:fi
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tine the child went to school, these data are less reliable.

However, in sone cases, parents were able to docunent this

information from their own vast collection of aedical and social

histories on their children. In other cases, service providers

would sUbstantiate the information. Fortunately, when dealing with

beaureaucracies, there are records. The field researchers were

instructed to encourage the parent or service provider to consult

his or her records whenever possible. Often we had to pore over the

records ouselves, especially when informants were unable to cull the

data for us.

Aside from the temporal drawbacks, the interview was limited in

the way questions were phrased. In most portions of the interview

schedule, closed-ended questions were asked with multiple choice and

Likert-type answers. Parts of our interview contained questions

which snre duplications of those asked by-Conroy and Bradley (1985)

in the Pennhurst study. Thus, part of the study replicated methods

used by other researchers in related investigations.

Multiple choice questions of the Likert type do not allow

spontaneous answers and require the respondent to liadt his or her

thinking to fit the question. For example, respondent:7 were asked

to sET whether they "strongly agreed, somewhat agreed, neither agreed

nor disagreed, somewhat disagreed or strongly disagreed" with the

concept of deinstitutionalization. Often the responses ran something

like: "Well, I agree, but only if it aeans Bill will get one-to-one

supervision. In that case, I'm for it." The question as asked does

not allow for such qualifying statenents.
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Though the ability to compare our data with other reseatcr:,

was gained by merely coding the answers to the questions, we could,

have lost valuable sources of insight into these parents' true

opinions and concerns. Therefore, field researchers were instructed

to press the respondents to choose a particular answer, but also to

write verbatim the unsolicited comments made by the parents.

Interviews of Pazents

Parents of children who have been institutionalized were very

important sources of information. Althcugh their information may be

distorted by time, emotion, or periods of reduced contact with their

children, they still must be recognized as legitimate sources of

specific types of data. They knew the child best prior to

institutional placenent. They often maintained intense interest

and some degree of contact with their child during the period of

placement, and they often assumed sone level of involvement when

the child returned to hie or her community. The parents' attitudes,

resources, and skills thus were important in understanding the

communitization process.

Parent interviews had the potential to be highly intrusive and

padnful occasions. Because of the retrospective nature of the

interview questions (e.g., Why did your child go to live in the

institution? Who recommended the placerrent? How often did you visit

your child? What are your attitudes toward deinstitutionalization?)

painful memories were recalled. Earlier feelings of guilt, anger,

or confusion related to placing their child out of the home came back
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to the surface, per., . for tne first tine in a decade or more.

TO an unexpected degree, parents readily opened up. Although the

experience was obviously a painful one (many cried and openly

expressed their pain and anger during the interviews), it also seemed

beneficial. Many of the parents said that no one hLd ever asked tnem

these questions, particularly in a neutral context. Because the

interviewers did not represent the service system, their questions

provided the opportunity for parents to give inforretion and express

deeply-held beliefs without fear of judgment or loss of services for

their children. Parents freqpently said they were glad that soreone

cared enough to listen to their stories.

For sore parents the pain experienced over the years of caring

for their handicapped child precluded their participation in bur

study. Of the 10 parents who denied consent for their son or

daughter to be included, half said it was due to the fear that to do

so would create even greater stress for themselves or their children.

In some cases, husbands expressed concern for the emotional state of

their wives. "She has been through enough. I don't want anything

else to upset her." Some parents were concerned that the study would

add stress to their children's lives. r
ae's doing N....:1( well now,

and I don't want anybody to bother her.n "He's lived in a gold-fish

bowl long enough. We just want to let things rest at this point."

One parent spoke at great length about the stress she and her

daughter had gone through. She felt very bitter about her

experiences.
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She told us, "The quality of her life has improved 100 percent

since she left there. You [the researcher] just want to take her

back there. I'll never let that hqopen." This mother's fear that

participation woulft result in reinstitutionalization was not unique.

The stress that she and others experienced resulted in significant

anxiety about the present and future. This anxiety clearly made

them fearful of the consequences of giving consent to participate

in the study.

Another clue to the stress of parent interviews came from a

Lather who had initially given consent on bet.lf of his son, and

subsequently gave us permission to interview him and his wife,

Men the interview began, the father bacame very upset at the personal

nature of the questions. "It's none of your damn business! What

does this [a question about his occupation] have to do with my sonrs

treatment anyway? EVerybody from the secretary up will know my

tusiness. That's not confidential. Confidential is when I tell

you something and you don't tell anyone else." This man's severely

disabled son still ltved at the institution, and he creatly feared

that his son was soon going to be placed in the community. His

anxiety led to an unsuccessful interview, and revealed erotions felt

to a lesser degree by many of the parents we interviewed.

Tntervieas of Commit?. Residents

We asked same of those individuals who left LSS as children

to participate in brief face-to-face interviews. The community

residents were approached as consumers in the service delivery
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system. We wanted tr.: know what they wanted and believed. Where

do they wan live? Do they want to go to school? How do they

compare lit the institution with life in the comnunity?

The sample of respondents was chosen from a pool of those

people who were diagnosed at the institution as mildly or moderately

retarded and who did not have a psychiatric diagnosis. Only those

individuals who could communicate and understand language were

included in this part of the study. Sigelman, et al. (1983) have

suggested that verbal interviewing is generally most successful

with persons who are moderately and mildly retarded. They note that

beginning in the severe range of retardation, verbal interviewing

techniques yield unreliable and lavalid responses.

In addition to these criteria, screening questions were used,

the answers to which could be corrOborated by other sources (e.g.,

parents, case managers). The respondents were asked to tell the

interviewer their names, birthdays, gender, home town and whether

they had ever resided at the institution. The responses were coded

as either correct, incorrect, no response or inappropriate response,.

If the respondent answered three or more questions correctly, he or

she was included in this part o! tkie study. However, whether or not

a person answered to criterion, we continued with the interview to

explore the reliability of the screening procedure.

Interviews were conducted at the comnunity residences of the

sdbjects at tines that were most convenient for them. In most

instances, parents were present during the :.nterview. The parents

served as both a help and hindrance during the interviews. The

8 4
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hindrance lay in their tendency to prompt their children to make

socially acceptable responses. However, their presence served to

orient their child to the situation and to help him or her to stay

on task. Parents also helped by their ability to translate our

questions into forms more comprehensible to their children, and to

assist us in undezstanding their children's responses.

The guiding question of the interview was, What are the

residential, eaucational, and vocational preferences of people who

have left the institution? In order to insure the reliability and

valdity of our information, questions werl asked using multiple

formats.

Sigelman, et al. (1983) describe their findings with regard to

using four format types when interviewing mentally retarded people.

The four typee--yes/no, either/or, multiple choice, and open-ended--

produce varying levels of reliability. Sigelman, et al. recommend

use of either/or questions as a way of reducing problems of

acquiescence and selection of the last choice mentioned. (Either/

or questions are asked at least twice in variable order to check

response reliability). We also relied on open-ended ouestions to

elicit subjective and evaluative comments that would add to our

understanding of the experiences and beliefs of each person.

Seven questions were posed with and without the aid of

photographs: Would you rather live here or at Laconia State School?

Why would you rather live at (previous response)? After naming the
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(1)

array of pictures, we asked: Which picture looks like where you

live? Which picture looks like the place where you would most like

to live, if you could live anywhere you vented? With new pictures

we asked: Which picture (happy and sad circle faces) shows how you

usually feel? Which shows how you usually felt at LSS: Thirteen

questions (about ten minutes) later, we asked again: Would you

rather live at LSS or here?

A final, open-ended question asked was: If you could have

anything you wanted (in the whole world) what would it be? The

purpose of this question was to understand the scope of possibilities

envisioned by 6he respondents, and get sone sense of their

unfulfilled aspirations and desires. It was also a pleasant way to

conclude the interview.

The results of these client interviews are not ;_ncluded in this

report. Due to the complexity of analyzing these vr..,sponses, and the

exploratory nature of this research approach, a r,3parate analysis

will be developed and published subsequent to this initial

description of our findings.

Reriews of Clinical Records

The too most cannon problems enccuntered in analyzing

institutional and conounity service records were related to history

(1)

Thc four pictures tare of residential buildings at LSS, a 10-bed
group home that did not look like a typical family residence, an
apartment building, and a wooden cape single-family home.

8 6



72

and measurement problems (cf. Campbell & Stanley, 1966; Heal &

Fujiara, 1964). At a "raerical" level the reliability of the

records were affected by the care, accuracy, and completeness with

which information was recoDZed. When very little information was

entered for a particular time period, it was not possible to know

whether that is because nothing of significance occurred, or staff

neglected to make any entries, or significant events occurred that

were consciously not recorded (e.g., a resident injury or a

questionable behavior modification procedure). This means that the

level of analysis must stay at a superficial level. Rich details

of a resident's history, details which could have a bearing on later

community placement, remained unknown to 'os unless such details were

provided during parent interviews.

At a more substentive design level, history affected the

collection and analyr of data because the period of most rapid

communitization occurred when changes in federal and state policies

were having a direct effect on institutionalizad people. The

enactment of PL 94-142, The Education for All Handicapped Children

Act and PL 95-602, The Developmental Disabilities Assistance and Bill

of Rights Act, and corresponding state laws during the mid- to late

1970s, and the results of concurrent litigation have created the

need to compare the experiences of those who left in the earlier era

(pre-1978) with those who have left more recently. The social and

historical context of these two groups was quite different at the

point at which they left the institution. In addition, those who

left in the earlier period were less severely impaired, increasing

8 '7



73

the likelihood that they could successfully "pass" in normal society

without formal assistance. This successful reintegration meant that

we could not locate these individuals through the parent and service

provider networks described in Chapter Three. This is a form of

attrition that frustrated us as researchers, but may be a sign of

positive outcome for the ex-residents. Although the stories of these

successful individuals is an important part of the total picture of

the communitization process, it is a part that is largely impossible

to explicate. Likewise, case management and clieat tracking systems

have only been developed in New Hampshire since the late 1970s. The

accuracy and detail of records is thus quite different for those who

entered community programs in recent years.

Closely related to the threat created by history are the issues

of changing measurement procedurtls, changing defir- and

reliance on reported rather than observed data (w--. bell and

Stanley, 1966, refer to as threats of instrumencat'- t.btil the

late 1970s systema"c observation of behavior was not common practice

at LSS. The firs: attempt at complete documentation of all

residents' behaviors took place in 1979. Subsequent assessments have

been based on the AAMD Adaptive Behavior Scales or other scals:- qlth

nO known correlation to the scales used in 1979. Comparable measures

of resident progress are therefore not available. Thi:_ major problem

of instrumentation makes a definitive conclusion about the

developmental outcomes of commufutization for our sample virtually

impossible.

8 8
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We have also been plagued by the changes in diagnostic labels

and codes caused by revisions in the AMID diagnostic manuals. It was

difficult to track precisely the diagnoses of individual re.sidents

and ex-residents during the 1970-1984 time period because of these

changes. We had to limit the diagnostic descriptors to the general

terns mild, moderate, severe, or profound. In addition, it sewed

that the level of disability assigned to a particular individual was

occasionally independent of IQ score. That is, different clinicians

referred to a person as moderately or severely retarded at different

pc ,z in tine even though there was no new assessaent of intellectual

functioning to verify those judgments. This forced us to rely solely

on IQ level, and code retardation level according to AAMD standards.

The possiblity for detecting developmental change was therefore

limited. The problem was exacerbated by infrequent reassessment

during the preiod of institutionalization, particularly in th:

earlier part of ths

A final measurement problem was revealed when we compared

written data contained in the clinical records with the oral reports

of 7t care staff. In the process of looking closely at a group

of profoundly and multiply disabled children still living at the

institution, it became clear that the written behavioral descriptions

were deficit oriented. This was due in part to the floor effect

inherent in the instruments (and, to some degree, inherent in the

attitudes of clinical staff who believed that profoundly disabled

child simply was not capable of manifesting much behavior). When

direct care staff ware asked to describe the abilities and

83



75

limitations of the residents, they made an effort to focus on

positive attributes and emerging, albeit subtle, skills. And

several staff emphasized to use their concern that the clinicians who

conducted formal assessments were not familiar with the residents and

the progress they were making.

These threats to validity related to history and measurement

required the use of multiple sources of data for each subject.

Institutional records, direct care staff, family members, and

community-based managers were each used as data sources for a

particular person, resulting in a more complete and reliable picture.

When conflicting data emerged, it was necessary to follow three basic

rules. First, we relied on written records rather than oral recall.

This approach was not trouble-free, but it did lead to greater

consistency when looking at large amounts of data for large numbers

of people. Second, we relied on those people who were closest to

the irdividual subject and who had known him or her over the longest

period of time. Sometimes these people were family members,

sometimes case managers, and Lxmetimes direct service providers

(teachers, therapists, group home counselors). Finally, we used

multiple data sources to corroborate each other. Because each data

source had its own inherent weaknesses (memory, bias, incomplete

40fessional bias, etc.), none was a complete source by

itself, In the end, we were forced to make judgments about who or

what to believe. Attempts to corroborate through multiple sources

led to greater confidence that those judgments were correct.

9
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case Studies

The other means of dbtaining data was the use of case studies.

In order to better understand the process of community placement,

four cases were chosen from among those individuals who left LSS

whilL All children. One of these cases involves a young woman who

was first plwed during the time of the study, allowing us to observe

firsthand the transition from institutional to community setting.

The other cases were of one individual still below 21 and two who

are now young adults.

Individuals chosen for the case studies reflect a range of

retardation levels from mild to profound and a range of functional

abilities from severely behaviorally disordered to severely

physically disabled to complete independent functioning. Family

circumstances vary as well. The cases were not chosen to be

representative of all 68 individuals who left LSS as children. Rather,

they were selectsd because they reflect a variety of positive and

negative circumstances that can occur in the community placement

process. In two of the cases, the placements were successful and

involved few crises or major probleus. In the other two, placements

were not completely successful, and several crises occurred

serve to illustrate the complex process of deinstitutionalization.

Methods for conducting the case studies included record reviews,

interviews with parents and service providers, observations of each

individual in residential and educational settings, and an interview

of one of the individuals who had been diagnosed mildly retarded.

91.
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For the parent and service provider interviews, non-scheduled

protocols were used in which a common set of guiding questions were

asked but the parents were free to comment on all aspectl; of their

son's or daughter's experiences. In addition to the qualitative

data gathered in this menner, the more standardized, quantitative

data collected for all subjects were available for the four case

study sUbjects, providing a complete picture of their background

and experiences.

Tb summarize, the methodology used in this study incorporated

multiple reasures of communitization outcomes. We traced the

sequence of residences and educational services Obtained before and

after a child's residency at LSS. The pre-institutional data were

obtained from parents and therefore are subject to the frailties of

human memory. Post-institutional data came from parents, service

providers, community records aqd, to some extent, from institutional

records (with regard to inItitutional experiences and trial community

placements).
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Chapter Five

Characteristics of the Children and Their Families

The samples involved in this study were drawn from the population

of Laconia State School residents who were born on or after January

1, 1949 and whose period of residence fell between January 1, 1970 and

June 30, 1985. ahe primary sample of interest included those whose

first placenent in the commanity also fell within this period and

before the resident's 21st birthday. This group is referred to as

Population One (n=68). For comparative purposes, a shnilar saHple

was draan from this age cohort, differing only in that this second

group was not placed in the community before their 21st birthday.

This group is referred to as Population WO (n=110).

From Table 5.1, it can be seen that a major difference between

the two groups is their year of almission to LSS. Though they

entered the institution at about the same age, the people in

Population Two entered five years earlier; they are, on average, an

older cohort. This places Population Two in an historically somewhat

earlier period vis-a-vis the trend toward deinstitutionalization.

Table 5.2 shows the distributions of diagnoses for Rental

retardation at tao points during residence at LSS for each

population. In general, Population Two is comprised of persons

diagnosed as severely or profoundly retarded (86.3%), whereas

Population One tended to be diagnosed as moderately to severely

retarded (57.4%) when first assessed (t=-2.69,<.01; df=176).

9 3
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Table 5.1

Sex and Age Characteristics of Populations One and Two

Mean Age at
At First Community

Admission PlocemAnt

Sex Mean Age Median Year Range

Population 1 56% male 8.2 1970 1958-1979 13.0

44% female

Population 2 66% male 7.9 1965 1954-1976 24.0

34% female

Table 5.2

Percentages of Mental Retardation Diagnoses for Each Population

Diagnosis At _Admission*

Borderline Mild Moderate Severe Profound Unspecified

Population 1 5.9 7.0 22.1 35.3 22.1 7.4

(n=68)

Population 2
(n=110)

Population 1
(n=39)

Population 2
(n=105)

12.7 54.5 31.8 0.9

*(t=-2.69<.01; df=176)

ITIaAmosis Closest_o Placement or_21st Birthda-J

5.1 28.2 25.6

1.0 12.4 30.5 56.2

2.6
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We culled the records for a second diagnosis closest to the

first comnunity placement for Population One and closest to the 21st

birthday of Population Two. (Since Population Two people were still

in the institution, for comparative purposes, the 21st birthday was

chosen as a reasonable cut-off point at which they would have still

been eligible for child-related services had they been placed in the

community.) The relative difference in the diagnoses of the two

populations remained constant between the first and second diagnoses.

However, members of Population Two were more likely to be diagnosed

as profoundly retarde at the time of their 21st birthday, compared

to their diagnoses at admission.

Behavioral and Medical Chakacteristics

Table 5.3 comperes the two 1./o2u1ations on a number of

behavioral and medical chacterisdcs islentified in the literature

to be particularly salient with regard to comnunitization. For

the most part, the groupo were similar. Cver two-thirds of each

population were able to walk with little or no difficulty, and

were dole to feed and dress themselves with little or no assistance.

Less than half of each group showed occasional or frequent aggression

toward others.

9 5
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Table 5.3

Behavioral and Medical Characteristics

Population One Population Two
n=68 n=110

Behaviorai Characte;istics

little or no difficulty walking

(n) (n)

76.5 80.6
(52) (83)

speech easily understood or slightly 41.2 2S.)
difficulty to understand (28) (28)

dresses independently or with help 67.6 66.1
(46) (72)

feeds self independently 73.5 73.6
(50) (81)

<.03

toilets independently 52.9 44.5 <.20
(36) (49)

never or rarely aggressive 50.7 53.2
(34) (58)

interacts with others spontaneously 78.5 67.3 <.10
or with el.ouragement (51) (70)

extreme unresponsiveness 16.6 28.1 <.01
(11) (31)

stereotypical behavior 35.3 44.1 <.04
(23) (48)

some writing skills 29.4 14.5 <.01
(20) (16)

some reading skills 19.1 9.1 <.02
(13) (10)

Medical Characteristics

cerebral palsy 23.5 30.5
(16) (33)

significant sensory loss 27.9 27.2
(19) (30)

one or more major 26.5 45.5
medical conditions (21) (50)

9

<.03
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Where the populations showed differences bordering on

statistical significance were with regard to toileting (p<.20) and

in social interaation (p<a0). With regard to reading and writing,

stereotypical behavior (e.g., non-purposeful handwaving) and

unresponsiveness, Population One was, on the whole, rated more

positively.

Of Population One, 41.2% were evaluated as having intelligible

speech. In contrast, only 25.9% of Population TWo were evaluated as

having intelligible speech (p<.03). The rest of both populations

showed severe impairment or no speech.

About 24% of Population One and 31% of Population TWo were

diagnosed as having cerebral palsy. Only about 27% of each group

showed significant sensory (auditory and/or visual) loss.

Although parents did not present medical problems as a chief

concern when applying for their child's admission, about 27% of

Population Che and 46% of Population Two had one or more major

medical conditions (e.g., scoliosis). These differences were

statistically significant at the .03 level (t=2.24; df=143).

Data regarding diagnoses, behavioral, and medical

characteristics thus indicate that Population TWo, those who

remained at LSS into adulthood, were significantly more impaired

intellectually, communicatively, and socially than Population Cne.

There were relatively few differences with respect to such major

physical chaxacteristics as mdbility, self-care skills, and sensory

abilities.

9 7
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cohort Differences

Population One was divided into five tire cohorts according to

the year in which they first returned to the community for a period

of at least 11 days. This %es done in order to detect any changes

in delivery of services that occurred over the 1970-1985 period and

to assess whether or not these changes were related to changes in

the sample with regard to such factors as diagnoses, medical and

behavioral difficulties and familial socioeconomic background.

Having already noted that the distinguishing characteristics

between the two populations had to do with diagnoses, level of speech

impairment and number and severity of major medical conditions, it

seemed reasonable to examine these characteristics among the five

cohorts of Population One.

Cver the five 3-year periodo, the trend appears to have been

that those persons placed in the community were increasingly more

severely retarded. Table 5.4 shows that though each succeeding

cohort was more developmentally disabled than the previous one, its

members were nevertheless placed in the comnunity. For example, the

first cohort (placed in the community before 1972) spanned the full

range of diagnostic categories from borderline (17.4%) to profound

(17.4%) with the greatest number falling in the moderate range

(26.1%). In the two most recent cohorts, where placement occurred

after 1978, the range spanned mild to profound with the largest

clustering occurring in the severe category.

98
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Table 5.4

Comunity Placement by First Diagnosis

Year of Placeuent
Level_of

Retardation* 1970-72 775 /6-79 79-81 82-85 Total

Boorderline 4 0 0 0 0 4
(IQ 70-85) 17.4 .0 .0 .0 .0 6.0

Mild 2 2 0 0 1 5

(IQ 55-69) 8.7 16.2 .0 .0 8.3 7.5

Moderate 6 1 6 2 0 15
(IQ 36-54) 26.1 9.1 42.9 28.6 .0 22.4

Severe 5 5 4 3 6 23
(IQ 20-35) 21.7 45.5 28.6 42.9 50.0 34.3

Profound (IQ less 4 1 3 2 5 15
than 20) 17.4 9.1 21.4 28.6 41.7 22.4

Unspecified Degree 2 2 1 0 0 5

8.7 18.2 7.1 .0 .0 7.5

11 = 23 11 14 7 12 67

*Chi = 26.411 Sig = .153 DF = 20

Nbte: Each cell shows the nuffber of persons with column percentage.



85

Up until 1981, over 70% of the four coLorts did not suffer from

any major medical condition. However, after 1982, two-thirds of

those children who left suffered from ode or more major medical

conditions.

With regard to speech impairment and ambulation, analysis

revealed no statistically significant differences within

Population Cne across cohorts. However, the 1982-85 cohort did

show an indication of greater speech and mobility impairments than

previous cohorts. Most of this recently placed cohort had no

intelligible speech (83.4%) and half had no independent mdbility (50.2%).

Reasons _for Adndssion

In order to discern possible differences between the two

populations with regard to circumstances of admission, we examined

the LSS records for detailS on who made the initial request for

aimission. Table 5.5 shows that reqpests for admissions were

initiated, for the most part, by paxents with auxiliary assistance

from the children's physicians ard social workers. The data indicate

that social workers were more active in the admission process with

members of Population One than with those of Population TWo.

That parents should be the initiators of their children's

aimission is not particularly surprising, since 83.8% of

Population Cne children lived at hone at the tine of almission; the

remainder lived with foster parents (5.9%) or in other residential

treatment centers (10.3%) just prior to admission. For Population

TWo, 78% lived with their natural parents, 11% with foster parents,

1 0 0
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Table 5.5

Requests for Admission Initiated by
Parents, Physicials and Social Workers

Parents MD MSW*

Population 1 86.8% 36.8% 36.8%
(n=59) (n=25) (n=25)

Peculation 2 78.7% 36.1% 14.8%
(n=85) (n=39) (n=16)

irp<.002

101



87

and the rest in other facilities such as treatment centers, special

schools or mental hospitals just prior to admission to the State

School.

Table 5.6 shows the reasons for admission to Laconia State

School izlicated on the intake forms in each subject's LSS clinical

record. The percentages do not add up to 100% because as many items

as are applicable were selected. The st common reasons for

admission were behavior prdblems, family problems, the depletion

of the mother's coping resources, arid unavailability of local school

cr residential programs. Where the two populations differed

significantly were in three particular areas: behavior problems,

other siblings being affected, and child abuse or neglect. Of

Population One, 61.8% of the families complained chiefly about

behavior problems, whereas 31.5% of Population TWo parents sought

admission because of their children's extreme behavior problems.

Ctild abuse and/or neglect was suspected by admitting staff at the

State School to a greater degree for families of Population One

than Population TWo.

These findings are consistent with the assumption that less

severely retarded and physicallly iapaired children are more

difficult to care for because they are more capable of emitting

problem behaviors that are viewed as destructive, oppositional or

disruptive. A higher frequency of such behaviors would also be

expected to correlate with a higher incidence of abuse.

1 02
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Table 5.6

Reasons for Admission

Population
1 2

Reason (nr.68) (n=110)

Behavior problems 61.8 31.5 (t=4.07<.001;df=137)

Medical problems 14.7 9.3

Legal problems 4.4 0.9

Recommended by LEA team 4.4 0.0

Other residence unavailable 16.2 20.4

Local education unavailable 23.5 18.5

Child dangerous to self or others 17.6 12.0

Family financial problems 14.7 6.5

Recommended by LSS staff 19.1 21.3

Diagnostic placement 16.2 9.3

Mother's coping depleted 36.8 37.0

Family stress 26.5 22.2

Respite care unavailable 10.3 5.6

Other siblings affected 10.3 24.1 (t=-2.48<.0140f=171)

Child abuse/neglect 13.2 3.7 (t=2.11<.038;df=93)
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In 37% of each group, clinical records showed that parents

requested admission of tneir child because the mother's coping

resources were depleted. Yet the need for respite care was reported

in only seven records ha Population One (10.3%) and six records in

Population TWo (5.6%). This may cib1y be related to the

historical context of this concept and to the policy ha practice at

Laconia State School at the time. As one mother related to us in an

in-depth interview:

gia2sonia State School] had a respite program...You
could have 30 days a year but it was a one-shot deal.
And I thought...who wants to take their kid and dump
him at the State School for 30 days? God, I'd've
given my eye-teeth for 30 days but I hated to leave
her there. If you only took an hour or a day and
that was all you wanted, that was it for a whole year!
You couldn't split it up...SO we didn't use it.
...You just don't take a kid that lives at home and
put 'em in an hmstitution for 30 days! ...I didn't
need 30 days at one shot.

Another precipitating circumstance was the effect of the

handicapped child upon his/ber siblings; 24.1% (n=26) of the parents

of Population TWo complained that other siblings were affected

whereas only 10.3% of Population Cne made this complaint (p<.014).

What is particularly noteworthy with regard to circumstances of

admission, is that medical problems were not a chief complaint of

either population.
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Residence 4t Tire of_Admission

The service delivery system for mentally retarded people is

divided into 12 regional catchnent areas. Generally speaking,

Population Cne nerbers tended to live in Regions 3, 7, and 10, i.e.,

areas around Laconia, Manchester, Derry, Salem, and Plaistow. These

regions conprise the central and southwestern regions of the state.

Population Two tended to core from the northern, west and southwestern

regions, around the towns of Litt2eton, Bethlehem, Whitefield (Region

1), Keene, Greenfield, Peterborough (Region 7), Manchester (Region 5)

and Nashua (Region 6). These differences are consistent with the

historical developnent of the case managerent system. Children

appear more likely to hate left LSS if they initially care from a

region in which case managenent was available at an earlier point

in tire.

We could not determine the region into which rembers of

Population Cne were placed, particularly in the early and mid-1970s.

In general, it is safe to assume that Population Cne members were

returned to their original comnunities of residence at the tire of

their first placement alt of the institution. This would be

particularly true in the period after 1978 when return to the

"comnunity of origin" becare a regulatory policy.

Family Characteristics

The data for describing the characteristics of participating

families in Papulation Cele were obtained through the combined reports

of parents, case managers and service providers, and review of the

Laconia State School reconds. When there were discrepancies among

105
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these sources, we favored parents' reports except in instances of

chronological information, when we gave written docuaents greater

credence than human nem/cry. For example, the occupation the father

reported to the intake worker at the time of his child's admission to

Laconia State School i deened uore accurate than the father's recall

in an interview with one of our field researchers in the present.

Practical constraints required us to select a random sample of

Population TWo in order to compare family characteristics of the two

populations. Sampling procedures consisted of developing an

alphabetical list of children in Population TWo whose parents had

retained custodial or guardianship rights or who had remained closely

involved in their children's lives. Population TWo members with public

guardians, non-related guardians, or who had no on-going contact with

their parents %ere not included in this pool of parent interviews.

Thds process generated a list of 55 potential families. By selecting

every third nane on the list, a random sanple of eighteen families

was drawn. Seven additional families were included who had come to

us desiring to be interviewed, resulting in a random sanple somewhat

contaminated by self-selection. If a family was unavailAble to be

interviewed, the next family on the Population Two list was contacted.

These 25 Population TWo families were interviewed using a

standard parent interview schedule. The questions were identical to

those we asked of Population One except with regard to comuunity

placenent and discharge. Questions About services and placenent

were omitted since placement for this group would have occurred

after the individual's 21st birthday.

106
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Socioeconomic Status. The Nam-Powers Socioeconomic Status Score

based on the 1970 U.S. Census was used to obtain a measure of

socioeconomic status for the populations (Miller, 1983:290-300).

Fathers' and mothers, occupations at the tire of admission and at the

tine of first community placement or (in the case of Population Two)

-at the 21st birthday were obtained and then assigned the appropriate

Nam-Powers Score. Mbthers' work profiles differed dramatically from

those of fathers. During their children's admission and first

commanity placement, few mothers were engaged in gainful employment.

Therefore, in order to get a picture of their occupational status,

it was necessary to look at their employment before marriage and

their most recent occupation.

In cases where a particular occupation did not appear on the

Census list of occupations, the Hollingshead's TWo Factor Index was

used and the relative position of the occupation was interpolated.

In some cases aMbiguity necessitated the datum be coded missing; in

cases of retirement or unemployment, no score was assigned and was

coded not applicable. In general terms, the Nam-Powers Status Score

ranges from 1 to 100 and can be divided, for practical understanding,

into the categories shown in Table 5.7.

Generally, both populations can be considered an upwardly mobile

group. By comparing the father's occupation at the time of his

child's admission with his occupation at the tine of the child's

first community placement, we foand thrqt cccupation scores rose. The

average Nam-Powers score increased 7.0 points for Population One and

1.9 points for Population TWo.
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Table 5.7

Socioeconomic Charxteristics
of Populations Cne and Two

Nam-Powers Occupational Score

Mother's Score 1Father's Score

Population Wmission*
First Placement/
21st Birthday

Before
Marriage

Most
Recent

n=63 n=50 n=50 n=48
Cne 45.3 52.3 42.1 42.9

50=26.3 SD=25.2 SD=27.8 SD=28.2

n=24 n=11 n=21 n=24
TWo 58.6 60.5 49.3 51.0

SD=21 SD=23.8 SD=21.3 SD=26.7

*t=2.21; df=85; p<.03

Key to Nam-Powers Status Scores

Nam-Powers Status Scores Category

1 - 24 Laborer: babysitter, dishwasher, factory worker
25 - 49 Semi-skilled: truckers, carpenters, cashiers
50 - 75 Skilled: sales personnel, clerical workers
76 - 100 Professional: teachers, accountants, technical

1 os
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Since the number of mothers working at the time of their child's

aamission or at placement were few, we considered their scores before

marriage and their most recent occupation as a means of comparing the

mother's contribution to the family's status. Consistent with

husbands' scores, wives of Population TWo, on the average, had higher

scores than did wives of Population One.

Parents in the two populations generally held semi-skilled or

skilled jobs. Population One parents held lower status, less skilled

jobs than did Population TWo parents.

Education. The majority of Population One parents (63.0% of fathers

and 79.7% of mothers) completed high school but received no

additional formal education. A very few parents in this group (1.5%

of fathers and 4.7% of mothers) completed college. Population TWo

parents were more likely to continue their education beyond high

school, with 16.7% of fathers and 4.0% of mothers graduating from

college. Fathers tended to have somewhat more education than mothers

in both groups. These data are consistent with the previous finding

that Population 'No parents received higher Nam-Powers scores (i.e.,

held higher status jobs). Both the socioeconomic data and

educational achievement data support the notion that the families

of the children in this study generally belonged to lower and middle

income groups. Population One children were more likely to belong

to lower income families, whereas Population Two children belonged

to middle income families, and thus were more representative of the

general population.
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We should note that we attepted to gather specific family

income data fram parents to moreprecisely assign socioeconomic

status and compare our subject families to the general population.

Howew-..:, problems related to memory, resistance to discloSe such

information, and the historical influence of inflation resulted in

a judgment that such data were not reliable.

Religion. Of the 56 Population One families who answered our

questions about religion, only one family said they had no religious

affiliation; 50% of the familiss identified themselves as Roman

Catholic while the rest identified with a specific rz9ot of

Protestantism (Congregational, Baptist, and Evangelical conprising

the largest groups). Toit asked, "How inportant is your religion to

you?" and about frequency of churchattendance. Tb the first

question, 65.5% (n=38) responded that their faith was either very

or extremely important. Of the saaple, 32.8% reported attending

services once a week and 8.6% reported attending two or more times

a week. The majority (51.8%) atterd a few tines or less per year.

Population TWo was comprised cf 33.3% Ronan Catholics, and 37.5%

Protestants (Congregational and Methodist being the largest sects

represented). Six persons (about 25%) reported affiliation with

smaller Protestant sects such as Seventh Day Adventist, or simply

"Born Again Christian"; one person was affiliated with Judaism.

TWo-thirds of Population TWo stated that their religion was very or

extremely important, with 41.7% attending services at least once a

week and 37.5% attendhig only a few tines or less a year.

l o
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Rcve ffind Ethnicity. As is typical of Nea Hampshire, the families

were racially homogeneous. Seventy-four percent and 15.5% of

Population Cne considered themselves Wtite Anericans or of French

Canadian or French origin, respectively. Populaticn Two consisted of

70.8% Wnite Americans with another 20.9% claiming French Canadian or

French identification. The remaining groups ha both populations were

Mite with Yaricus native Anerican or European ethnic origins. Mere

were no black families.

Family qlze. The average household for both populations was

com?rised of two natural parents, the child in cur study, and three

other siblings. Of the 58 Population One families we interviewed,

twelve reported that they had at least one other developmentally

disdpled child in addition to the one in our study. There were three

families who had 2, 3, and 4 disabled children, respectively, in

aidition to the one in our study. Of the subsanple of Pcpulation Two

families (valid n=24), two parents reported they had one other

disabled child who also went to LSS.

In sum, then, our participating families typically consisted of

two natural parents, four children, one of whom was developuentally

disabled and had spent several years at Laconia State School. The

families were of Western EUropean stcck, of average education,

upwardly mobile, with fairly strong religious ideals.

I 1
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Sample Characteristics arid Selection Bias

Due to the nature of sample selection described in Chapter

Three, we cannot claim that the members of either Populations One or

TWo are representative of the total group of children who lived at

Laconia State School between 1970 and 1985. Based on the high rate

of outdated addresses, it would seem that the children we were

unable to locate lived in relatively transient families. Because

these children did not surface when we "networked" the parent

organizations, service providers, and public guardians, we assume

they are either no longer living in New Hampshire or are not

participating in the service delivery system for developmentally

disabled children ana aiults. Tb the extent that the latter option

is true, the missiny ses are likely to be less impaired (and

therefore less hn need of services) than those we did locate.

These missing individuals may well be "passing" in scciety as normal

citizens with successful jobs and families. On the other hand, if

they simply moved out of state, this is consistent with the notion

of transiency. A third explanation is that some of these

individuals are in segregated human service systems that we did

not directly investigate (e.g., prisons, nursing homes).

It is impossible to know how the people we did not find are

simdlar to or different from those we did locate. Our best guess

is that these missing cases lived in relatively transient homes,

did not leave behind any reaord of wherre they moved, were unable

to understand our consent letters if they actually received them,

and were relatively capable of inlependent functioning. We interpret

112



98

these characteristics to mean that those we located are generally

from mcre stable families that could understand our request for

sdbjects and are prdbably aore disabled than those we did not

locate. The patterns of transiency and lack of response to the

consent letter ga.reflect a less educated and lower income group.

Therefore our best guess as to the direction of bias in cur sample

(Pculation Cne) Ls that it is soaewhat more impaired and from a

relatively higher SES group than would be true for the total group

of children who left during this time period.
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Chwter Six

Residential Placement Cutcomes

In this chapter, we will describe the plwes that children lived

after they left LSS, how often they moved from one place to another,

the kinds of services they received in local communities (other than

educational, which will be described in Chapter Seven) and the

differences in residential arrangements associated with the year

in which children left the institution.

TVpe gnd Stability of Residential Placements

When children leave a public residential facility such as LSS,

they either return to the family homes from which they were

originally placed, the home of a foster or adoptive parent, a group

home, another institutional setting, or some other facility. The

few studies that have examined this variable in other areas of the

country have found that the percentage of children who return to

live with their natural families varies from 6.6 percent (Seltzer &

Krauss, 1984) to 59 percent (Nyngaarden & Gollay, 1976). Table 6.1

indicates the types of residential placements found in the present

study and the two other major studies that 3,ncluded children. As can

be seen, just under half of our sample (46.3%) returned to live with

their natural families when they first left LSS. In general, our

findings are more similar to Nyngaarden and Gollay's (1976) than

Seltzer and Krauss (1984) more recent work (both of these comparison

studies were based on data from the state of Massachusetts). Table

6.2 indictes the specific breakdowns of residential placements for

our sample of 68 children.
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On the average, children remained at their first comaunity

placement for 3.4 years, although the actual length of stay varied

widely from one week to 14 years (s.d.=3.9 years). Approximately one,-

fourth (25.4%) of the initial placements lasted less than six months.

Just under one-half (46.3%) were less than one year in length.

Slightly over one-quarter (26.8%) of the placements remained constant

between one and four years. Seven of the initial placements (10.4%)

lasted over ten years. Although the number of subjects is too small

to allow statistically defensible statements, it appears that children

who left LSS early in the period of investigation (1970-1972) and

during the period of litigation at LSS (1979-1981) stayed in their

initial placenents for shorter periods of time than those who left

during other periods.

TWenty-one children, or 31.3 percent of the sample, returned

which

to LSS from their first connunity placenent. The reason for these

failures in comnunity placement, in the order of frequency with

they were cited, include:

Child's behavior was too extreme 65 %

Parents requested the return 60

Social support services were not availdble 30

Crisis occurred in the residence 20

maritrA problene in the residence 14.3

iv...:rient finances in the residence 10

m33ica1 needs were too extreme 5



Table 6.1

Comparison of Children's Residential Placemmt
Outcomes from Three Studies

Investigators

Type of Placement

Natural Home Foster Care Group Home Other

Wyngaarden & Gollay 59% 21% 15% 5%
(1976)

Seltzer & Krauss 6.6% 93.4%a
(1984)

Mallory & Herrick 46.3% 17.9% 19.4% 16.4%
(1985)

a
Foster care and group home percentages combined
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The precentages indicate the frequency with which these reasons were

cited by parents and service providers. Respondents could select as

many reasons as were appropriate.

When children returned to LSS from their first comnunity

placements, they remained at the institution for an average of

1.5 years.

Of the 68 children in our sample, 34 (50%) moved at least once

after their initial placement. Table 6.2 shows that these children

were less likely to live with their natural families in the second

placement and more likely to live in another residential institution

(e.g., Crotched Mountain Rehabilitation Center, New Hampshire

Hospital, Cedarcrest). Periods of residence at a second community

placement averaged 3.6 years (s4.=4.0). Six children of the 34 who

had a second placement returned to LSS from this placement (17.6%).

In these cases, extreme behavior problers were cited as the primary

reason for the return, as was the case in returns after the first

placements. Other reasons for return were cited very infrequently.

Those children who returned to LSS after a second community placement

remained at the institution for an average of 2.1 years (s.d.=2.5).

Of the 34 children who roved at least once after leaving LSS,

19 (55.9%) acved again (or, 19 out of the sample of 68 (27.9%] moved

two or more tires after leaving LSS). Table 6.2 indicates that

these children primarily lived with their natural families or in

group or foster homes. The average length of stay in the third

residence was 3.0 years (s.d.=3.4). Only one child returned to LSS

fram the third community placement, due to behavior problers which

local services were not capable of addressing.
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Only 6 children moved three or more times after they left LSS

(8.8% of the total sample). Although the numbers are too small to be

reliable, it appears that placement with natural families diminishes

as children spend a greater length of time outside of the institution

and use of group homes ircreases. The average length of stay in the

fourth residence was 3.75 years (s.d.=3.5). NO child returned to LSS

during the fourth placement.

It is interesting to note from Table 6.2 that very few children

in our sample lived in geriatric nursing homes after leaving LSS,

relatively few lived in another institutional setting, adoptive care

is rarely used for deinstitutionalized children, and four individuals

lived independently for some time. All the data in Table 6.2 are

based on the experiences of sample members before their 21st

birthdays.

Vnracteristics of Residential Placements

Size of_Residence. During the first comunity placement after

deinstitutionalization, half of the children (50.8%) lived in a home

or facility with four to six residents (including the sample child

and all other children and adults present). Almost a quarter of

the children (23.7%) lived in a placement with 7 to 10 residents.

Four of the children (6.8%) lived la a fwility with more than 15

residents. Nine of the children (15.3%) lived in a home with only

one to three residents.

During the second placement, experienced by 34 members of the

sample, fewer children lived in settings of four to six residents

118



Table 6.2

Community Placement Types

Type of Placement
First Placement

(n=68)
Second Placement

(n=34)
Third Placement

(n.19)
Fourth Place!

(n=6)

Family Home

_n_

31

%

46.3

n_

8

%

23.5

n_

7

%

36.8

n_

1 14

Group Home 13 19.4 7 20.6 14 21.1 2 28

Foster Home 12 17.9 5 14.7 3 15.8 0 0

Residential Institution 5 7.5 6 17.6 1 5.3 2 28

Adoptive Home 1 1.5 1 2.9 0 0 0 0

Nursing Home 0 0 1 2.9 0 0 1 14

Independent Living 0 0 2 5.9 2 10.5 0 0

Other 5 7.5 4 11.8 2 10.5 0 0
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(25.0%) and settings of 7 to 10 residents (9.4%). More children

lived in small residences of one to three people (21.9%) and in

large residences of more than 15 (43.8%).

Children were fairly evenly distributed among residences of

various sizes if they went to a third comnunity placements with less

reliance on large settings of more than 15 people (15.4%). Howyver,

for the six children who experienced a fourth placement, half were in

facilities with more than 15 residents, one-third in settings of 4 to

6 people, and the remaining child was in a small setting of less

than 4 people.

By way of comparison, a 1979 survey conducted by the New

Hampshire Division of Mental Health/bevelopmental Services, referred

to as "Search and Find," determined that 49 of 116 (42.2%) previous

residents of LSS were living in community facilities with 9 or more

residents. This survey included both children and adults.

Aqp-Mix. During the first comrunity placement, of those children

who did nct live with their natural families, 10 children lived in

settings where all the other residents (except the staff) were below

21 years old. An equal number (10) lived in facilities with sone

children and some adult residents. Five children lived in settings

where all the other residents were adults. Data on facility size

were not available on the remaining 7 children. As children changed

placements, there was greater reliance on adult-only facilities

(50% of all children who had four or more placeuents lived in such

settings), which prdbably reflects the fact that these children were

close to adulthood themselves by this point in time.
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Serv.ices Peceivea Ducing Community Placements

For each of the 68 children in our sample, we assessed the

type of services received after comnunity placement. The following

discussion will be focused on services other than educational ones,

which will be reviewed in the next chapter. Here the emphasis is

on medical, therapeutic, vocational, and social services. We also

determined who paid for these comnunity services--the child's parents

or sore other source. Tdble 6.3 indicates those services received

during the first and second community placements and who paid for

them. Because the numbers are relatively small, information on

services during the third and fourth comnunity placements (n=19 and

6, respectively) is not included here.

Several conclusions may be drawn from Table 6.3. First, parents

have generally not been required to pay for the non-educational

services their children received in the communities in which they

were placed. The major exceptions are medical diagnoses, medication,

special dietary prograas, and respite care during the first community

placement. By the time children moved to a second comnunity

placement, which occurred for half of the sample, parents paid for

local services very infrequently. This means that the parents of the

children in this sample, who were from a relatively low socioeconomic

group (see Chapter Five), were not burdened with the additional

responsibility of paying for services for their deinstitutionalized

children, particularly if their children experienced more than one

comnunity placement before their 21st birthday.
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Table 6.3

Community Services - Frequency and Payment

Percent of Sample
Type of Service Receiving Service

Percent of Parents ,

Who Paid for Service01

Medical

1st CP 2nd CP, 1st CP 2nd CP

(n=53) (b) (n=28103) (n=63) Tn=28)

Diagnosis 69.8% 75.0% 33.3% 14.3%
Psychotropic Medication 27.0 14.3 47.1 0

Nursing Care 41.3 50.0 0 0

Special Diet 23.8 32.2 13.3 11.1

Surgery 15.8 10.7 50.0 0

Dental 14.2 17.9 55.6 0

TheraReutic

Occupational Therapy 47.6 35.7 0 0

Speech and Language Therapy 58.7 75.0 0 0

Physical Therapy 36.5 25.0 0 0

Counseling 28.6 14.3 0 0

Audiology 31.8 39.3 5.0 0

Habilitative

Day Habilitation 42.9 46.4 0 0

Behavior Modification 49.2 50.0 0 0

Adaptive Physical Education 33.3 32.1 0 0

Recreation 60.3 53.6 0 6.7

Social Services

Case Management 52.4 60.7 0 0

Public Welfare 65.1 53.6 NA NA
rarent Counseling/

Family Therapy 31.3 35.7 0 0

Respite Care 20.7 21.4 15.4 0

Transportation 74.6 82.1 2.1 8.7

Vocational

Prevocational Traini.., 28.6 39.3 0 0
Work Activity Program 9.5 10.7 NA NA
Sheltered Workshop 20.L 14.3 NA NA

(a)
Includes out-of-pocket and private insurance payments

(b)
Data on services received by 5 children in first community placement
and 6 children in second community placement not available
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More than one-third of the children did not receive medical

diagnostic services during their first community placements.

Recalling that the average length of these initial placements was 3.4

years, this indicates that preventive health care services were not

available for a considerable period of time to significant numbers

of a population that we can assume was in need of routine medical

care. The record improved somewhat for those children who went

on to a second placement, but the proportion receiving diagnostic

services (approximately three-fourths) still raises some concerns.

Relatively few children received psychotropic medications (e.g.,

tranquilizers, barbituates, stimulants, antidepressants, ebc.) during

community placement. Although half of the parents initially bore

the burden for paying for these drugs, all children receiving such

medications during their second placements did so without their

parents having to foot the bill.

The percentage of children receiving dental care was stxikingly

low. Assuming that everyone requires at least annual preventative

check-ups and =tine prophylaxis, the members of our sample were at

very high risk for undiagnosed and untreated dental prdblems. This

finding raises questions of the availability of dental care for

children with mental retardation.

Therapeutic services appeared to be available in local

communities to most deinstitutionalized children. Our data do not

allow us to determine the extent to which children in need of such

services did or did not receive them. However, the most cognonly

utilized therapies for children with mental retardation were provided

12,1
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to one-fourth to three-fourths of the sample. Speech and language

services were provided most often, which is appropriate given

the nature of the population as described earlier. The fact that

utilization of occupational and physical therapies declined during

the second community placement may be cause for some concern. The

relatively low use of counseling services probably indicates the

lack of availability of sl.?"-lh services rather than lack of need,

particularly in light of e.:.a finding that most community placement

failures occurred due to extreme behavioral pLcblems.

Habilitative services were provided to one-third (in the case

of adaptive physical education) to three-fifths (recreation) of our

sample. Some of these services were provided in school settings,

others in residential and vocational settings. Day habilitation is

commonly an adult-oriented service in New Hampshire, but the othr

types of services listed here would be appropriate for children as

well as adults.

In the social services arena, we found that case management was

provided at some level to over half of the sample. It is important

to point out here that formal case management services were not

instituted in New Hampshire until the late 1970s, and it is only

quite recently that such services have been made available statewide.

During the period of implementation of case management, there was

a good deal of confusion over the eligibility of children for such

services. Some regional area agencies chose to provide case

management to children; others chose not to. Of those children

placed in communities since 1982, all have been assigned a case

manager, indicating increased availability of this important service.
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Upon initial community placement, about two-thirds of the sample

received sone form of public assistance (e.g., SUpplemental Security

Income, Add to the Permanently and Totally Disabled). Given the low

socioeconomic status of their families, this assistance was probably

a necessary means for community survival. Because Medicaid

eligibility in New Hampshire is limited to those people who are

receiving another major source of public assistance, this service

is important not only for economic survival, but to attend to health

needs as well. The fact that one-third of those in first community

pdacenents and almost one-half of those in second placements were

not receiving public assistance may indicate that some children

%ere not receiving the benefits to which they were entitled. This

interpretation is supported by the earlier finding that a significant

proportion of the sample did not receive routine medical diagnostic

and dental care.

Support for families of deinstitutionalized children was also

not widely utilized, either because it was not available, families

did not choose to use it, or they were not aware of its availability.

In light of the high levels of stress associated with the physical

and/Or psychological reintegration of a child back into the family

after a period of institutional residence, we would expect the need

for counseling, therapy, and respite care to be higher than the usage

levels iDdicated in Table 6.3. Here again, as with case management,

family support and respite care are recent components of the service

delivery system. Some area agencies have chosen not to pay for

respite care for clients under 21 years old, while others have.
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Schools have not taken up the slac°,. hal:c, Parent counseling, which

is identified as a related service Qader state and federal special

education laws, is very rarely incorporated into Individual Education

Plans. In general, families whose children have left LSS have

received little psychological or emotional assistance from formal

service providers. Chapter Eight will elaborate on these issues.

Vocational training services were not widely used by the sample

of children we studied. This is not surprising given the age levels

of the sample and the fact that most vocational opportunities are

ained at an older population. There was some decline in the use

of sheltered workshops for those children who moved to a second

community placement. Prevocational training, which would be

appropriate for most of the members of the sample, was not provided

to a large degree. Although the classification of services was a

problem throughout the study, we also found that vocational special

education, which could be the same as prevocational training or

something different, depending on the informant, was used raxely by

the members of the sample (see Chapter Seven).

Effect of Tine on Pesidential,Placements

In Chapter Five, the characteristics of the total sample were

described with respect to membership in various tine cohorts. As

indicated, the cohorts were :reated in order to understand the

relationship of the date of community placenent to the outcomes of

placement. assume that children who left at different points in

tine during the period of investigation experienced different
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residential and educational circumstances in their local comaunities.

Public policies changed, the availability of services changed, and

the technology for treating severely handicapped children changed.

The research question of interest here is, Are these historical

changes manifested in the types of residential placements experienced

by children, and in other variables associated with placement? There

is same evidence that the consequences of community placement are

subject to these historical factors.

Type of Community Placement. From the earlier discussion, we know

that 46.3% of the sample lived with their natural families when they

first left LSS. The large majority of this group left in the earlier

years of the deinstitutionalization movement. For exapple, of the 31

children who returned to their own homes, 45.2% left LSS between 1970

and 1972. Only three children (9.7%) who were placed with their own

families left 1SS in the period after 1978. Of the 12 children who

were placed in a foster home, only one left LSS after 1978. On the

other hand, of the 13 children placed in a group home, almost all

(84.6%) left LSS between 1979 and 1985. Thus, children who left LSS

in the period of most rapid change in social policy were less likely

to return to their natural homes or be placed hn foster care and more

likely to be placed in a group home. TWo factors contribute to this

finding. First, children who left in recent years were more severely

handicapped than those who left earlier. Their more intense

treatment and management needs may have acted to decrease the ability

of families, either natural or foster, to provide care within a

normal setting. In addition, the availability of group homes
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increased significantly during this period, creating more options

for families than existed in the earlier part of the decade.

Length of Stay. Although the averacre length of stay in the first

comnunity residence was 3.4 years, almost half of the total sample

(46.3%) remained at their first pdacement less than one year.

Initial placements of less than one year were experienced more often

by those who left after 1978 (57.9% of all children who left after

1978) than those who left between 1970 and 1978 (41.6%). Caution in

interpreting these data is important. Shorter periods of resddential

stay for those who have left more recently are in pext due to the

shorter time since placement, not necessarily due to a less stable

pattern of placements in recent years. cn the other hand, increased

availability of placement options in recent years may create greater

movement from one pdacement to another until the most appropriate

alternative is found. The data do not support this second hypothesis

because only 2 members of our sample who left LSS since 1978 have had

a second community placement. In general, there is little difference

in length of stay at community placements across the various time

cohorts, when the period of time between initial placement and the

present is taken into account.

Size of Comnunity Residence. Size of residence seems to have

a greater association with tine of placement than the preceding

variable. Of those children placed prior to 1979, 75 percent went

a home or facility with six or fewer residents. On the other hand,

only 47.4 percent of those placed in 1979 or later went to a
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comparably sized residence. The remainder, 52.6 percent, went into

a facility with 7 or more residents. Three children, or 15.8 percent

of those who left since 1978, were placed in residences with 11 or

mnre others; and an equal number went into homes with fewer than four

residents. Children who left over the past six years were more

likely to enter into placenents with more than 6 residents; children

who left between 1970 and 1979 were more likely to be placed in

facilities with six or fewer residents.

Rates of Return. The overall frequency of unsuccessful

community placements resulting in returns to LSS was 31.3 percent for

the sample. Here we can see a dramatic change associated with time.

aof the 21 children whose placements failed, 90.5 percent (n=19) left

LSS for the first time prior to 1979. Only 2 children (9.5%) in our

sample who left between 1979 and 1985 returned to LSS after a period

of community residency. The highest period of returns occurred in the

1976-1978 period, when an equal number of placements and retarns took

place. The lowest period of returns is the mast recent, when only

one out of twelve of the children we have followed since 1982 has

returned to LSS. If we examine returns from a second community

placement, the pattern is equally strong. All returns to LSS from

the second placement occurred in the period prior to 1979.

Community Services. Table 6.4 presents information on

services received by children who left LSS before and after 1978.

Statistically significant differences, based on chi-square analyses,

axe found for psychotropic medication, occupational therapy, speech
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and language therapy, physical therapy, and case management.

Increased use of psychotropic medication is due in part to the

increased level of disability and presence of other medical

conditions, such as seizure disorders, in the group of children

who left the institution in more recent years.

The three therapies commonly provided in schools and community

agencies all increased considerably, to the point where three-fourths

or more of the group who left after 1978 received such services.

Again, this is due in part to the lwer functional abilities of the

children who left. In aldition, the availability of such services

has increased notably in recent years in New Hampshire.

As would be expected given the earlier comment on the

development of case management in local comnunities, far More

children received this service if they left after 1978. However,

a few children who left in recent years still were without a case

manager. Their severe levels of disability, the likelihood that

they would not live at home, and the sparcity of alternative living

arrangements appropriate for children are factors that make the

provision of case management a critical issue for this group.

Cther service areas, included in Table 6.4 but not described

here, did not snow statistically significant differences for the two

tine cohorts. :Cri two areas--vocational training and family support,

including respite care--this creates some concern. Prevocational

training, including vocational special education, would seem to be

an important service for the sample, especially because rirst of the
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Table 6.4

Frequency of Selected Services
Pre- and Post-1978

Initial

'YELL -vice 1970-1978

Percent of Sample Who Received Service

Placement
(n.44)

Initial Placement
1979-1985 (n=19)

Level of
Significance

Medical Diagno 63.6% 84.3% ns
(a)

Psychotropic Medication 18.2 47.4 x2=7.4,df=2,p=.024

Occupational Therapy 31.8 84.2 x2=12.6,df=1,p=.000

Speech and Language Therapy 47.7 84.2 x2=5.9,df=1,p=.015 II

Physical Therapy 20.5 73.7 x2=14 0,df=1,p=.000

Case Management 38.6 84.2 x2=9.3,df=1,p=.002 I
Public Welfare 56.8 84.2 ns

Prevocational Training 25.0 36.8 ns

Respite Care 18.1 26.3 ns

(a) Not significant
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children left 1SS during their early to mid-teen years. Preparation

for rlocess in an independent or supported work environment needs to

becjin well before a student "ages out" or graduates from secondary

school. Although most of the children who left after 1978, and all

those who left after 1981, are classified as severely or profoundly

retarded and multiply handicapped, this does not necessarily preclude

the need for some level of vocational training.

There were also no significant increases in the use of family

support, including counseling and respite care. This finding is

confounded by the fact that far fewer children who left after 1978

went to live with their natural families, but this may be an

indication of a cause and effect problem. That is, the lack of such

services may have prevented families from accepting their children

back into their homes.

Finally, there were no significant differences between the two

tire cohorts relative to who paid for comnunity services. In spite

of the fact that mandates for universal and free services were not

in place until recent years, most parents did not have to pay for

services regardless of when their children left the institution.

Sources from public welfare agencies, public health agencies, and

local schools assisted families with payment throughout the period of

investigation. Given that most of the families were of a relatively

low socioeconomic status, their eligiblity for such subsidies may

have been higher than that of the general population.
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Summary

These findings suggest a relatively stable pattern of comnunity

placenents for children. Once children leave LSS, they either return

to their natural families or live in some substitute care

arrangement. In recent years, as is the case nationally, children

have been less likely to be placed with their families and more

likely to enter into a group home. Half of the sample experienced

more than one community placement; just over one-quarter moved two

or more times. Children tended to stay in their respective placements

for an average of three to four years. However, almost half of both

the first and second comnunity placenents lasted one year or less.

Residential stability, which we can arbitrarily define as staying put

for at least a year, therefore, was experienced by about half of the

sample. The other half moved within a year's tine, but then tended

to remain in one place. Most children (66.1%) were placed in hones

or other facilities with six or fewer residents, approximating a

family-like size more than would placenent in a larger facility.

A significant number of placements were unsuccessful, defined by

the need to return the child to the institution. However, the large

majority of these unsuccessful placements occurred early in the period

of deinstitutionalization. In tncent years, almost no children who

left LSS have returned.

Use of comnunity services varied considerably for the sample.

Therapeutic services were used most often, medical and habilitative

services were used sporadically (depending on the specific service),

and social and vocational training services were used infrequently

13i
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with the exception of case management and welfare. In general, use

of services increased considerably for those children who left LSS

after 1978, compared to those who left in the earlier period. Parents

rarely were required to use their own financial resources to pay for

the cost of these services, with some exceptions in the axea of

medical services. With this pdcture of the residential experiences

of deinstitutionalized children in mind, we now barn to the

educational experiences of our sample.
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Chapter Seven

Educational Service Cutcomes

This chapter focuses on the types of educational placeaents and

services received by children after they left Laconia State School.

Because social policies affecting children have emphasized

educational rather than residential programs, the data presented

here provide an opportunity to more closely analyze the impact of

changes in.such policies. Other investigations of the consequences

of deinstitutionalization have rarely included variables related to

educational services.

The findings of the present study are descriptive of the

experiences of the sample of 68 children who left LSS between 1970

and 1985. Generalizations to the total population of children who

were deinstitutionalized from LSS or from imstitutions in other

states during this tiae period cannot be made based on these data.

In addition, an assessment of the auality of educational services is

not possible given the resources available to the study. However,

some information on the quality of education for severely handicapped

deinstitutionalized children has recently been published by AGH

Associates (1985). Those findings will be discussed briefly in light

of our own data.

As with residential variables discussed in the previous chapter,

location, type, and stability of educational services, as well as the

effect of historical time, are described below. Data on education

received prior to aamission to LSS and the frequency of formal

school-parent disputes concerning the provision of an appropriate

education will also be presented.
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Education Received Prior to Institutional Placement

Less than half of the sample children received any education

prior to placement at LSS. TWo children received some type of early

intervention services as infants or toddlers. Six children attended

private preschool programs for an average of 1.67 years. An

additional eleven children were in a specialized preschool setting

for handicapped children for an average of 2.16 years. One child

attended a Head Start program for less than one year. Your children

received day care services before placement. Only three children

attended a kindergarten program.

TWelve members of the sample attended a public elementary school

prior to placement, for an average of 2.76 years (range .10 years to

7.00 years, s.d.=2.34). Fourteen children were enrolled in a private

school before admission to LSS for an average of 3.43 yeaxs (range

.50 to 10.00, s.d.=2.82).

Some children attended more than one of the above mentioned

programs. An unduplicated count shows that 18 children had a

preschool experience (early intervention, publjc or private

preschool, day care, specialized preschool, or kindergarten).

TWenty-four chiAren attended public or private elementary or

secondary school. %hen cases with missing data are excluded, this

means that 30 percent of the sample had a preschool experience and

40 percent attended an elementary or secondary program. Nine

children (15 percent) attended both preschool and school-age programs.

In general, specialized preschool services were rarely utilized.

Children were more likely to receive elementary school services,

13 7
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although most t e sample was aimitted to LSS before they would

have reached the third grade, given the average age of admission of

8.16 years.

By way of comparison, members of Population TWo, those who

remained at LSS into adulthood, were equally likely to have received

some sort of preschool service (32 percent of a randomly selected

subsample of 25 out of the 110 total in Population TWo). Five

members of this subsanple (20 percent) received elementary or

secondary education, only half the proportion of Population One

receiving such services. This is consistent with the fimding that

Population TWo members were more severely handicapped and entered

LSS at a slightly younger age.

Post-Institutional aperiences

12Des of Eqggational_Placenents

Whey children returned to local communities after a period of

institutionelizatiol, they either received no educational services

(22.4 percent of Population One; n=15) or were placed in specialized

settings with other handicapped children. Table 7.1 indicates the

various educational placements.assigned to 52 children who received

sone type of educational programming after comaunity placenent

(educational placement data for one case were unavaildble). The

large majority of children (82.8 percent) were placed in a self-

contained classroom or school when they first left LSS. All other

possible placenents were used very rarely. However, for those
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Table 7.1

Types of Educational Settings

(a)
First School Second School Third-School

Type of Setting (n=67) (n=28) (n=12)

No school assigned

Regular classroom,
with resource room

Self-contained classroom,
regular school

Special school,
non-residential

LSS, day only

Special school,
residential

Home instruction

Residential institution

22.4%

1.9

15.14

67.14

3.8

1.9

1.9

7.6

NA

0

32.1%

39.3

7.1

10.7

3.6

7.1

(a)
percentages shown based on 52 children who were assigned to a school
after they left LSS (excludes 15 children who did not receive any
educational placement)

NA

25.0%

33.3

25.0

0

8.3

0

8.3



124

children who changed educational Placements, there was increased

use of the less restrictive environnent of a regular classroom with

resource room support. Relatively few children attended residential

schools, received homebound instruction, or relied on institutionally-

based education programs.

Of the 52 children who received any educational placement, 61.5

percent (n=32) attended programs in the school districts in which

they lived. Out-of,district placement was used for the remaining

38.5 percent (20 children). Table 7.2 presents these data, and

traces changes in educational settings in relation to changes in

residential placements. If a child experienced a second residential

placement, he or she was less likely to receive local, in-district

services. Children who moved to a third residential setting were

less likely to receive any education. However, those who were

enrolled in school were more likely to attend a local, in-district

program. These differences indicate trends, but they are not

statistically significant.

The types of services received during comgunity placement were

described in the previous chapter. In addition to the educational

and therapeutic services discussed earlier, there are three additional

areas worthy of mention here. First, vocational special education,

as differentiated from other types of out-of-school vocational

training or employment, was utilized by relatively few children.

During the first and second comnunity placements, only 7.9 percent

and 10.7 percent of the sample, respectively, participated in

vocational special education, although the average age of the sample

lip
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Table 7.2

Relationship Between Educational Program Location
and Changes in Community Placement

Community Placement

Program Location First (n=67) Second (n=34) Third (n=19)

No school assigned 22.4% 20.6% 36.8%

ln-district placement 61.5 51.9 75.0

Out-of-district placement 38.5 48.1 25.0
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at community placement (13 years) would have made such training

appropriate.

A second service related to educational programmdng is training

in "activities of daily living," often referred to as self-help

skills or self-care skills. This very important educational need

was provided to most of the sample. During the first community

placement, 63.5 percent of the children participated in ADL training;

75 percent of those who went to a second placerent received such

training.

Finally, one option for educational services is to provide home-

based tutoring. This choice could be highly restrictive in the sense

that opportunities for interaction with other children would be non-

existent, and the burden on the parents to care for their child

during school hours could be significant. Very few children in

either fixst or second community placerent received home-based

tutoring-7.9 percent of those in the initial placement and 3.6

percent of those who went on to a second placement.

Stdoility of Educatiol'al_Flacements

As can be seen in Table 7.3, slightly over half (53.8 percent)

of children who received any educational services changed placements

at least once after their initial assignment. Less than one quarter

of the sample (23.1 percent) went to a third educational placerent.

Table 7.3 inlicates the average duration of these placements, the

range of duration, and the percentage of placements that lasted less

than one year and more than three years. As with residential
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Table 7.3

1

Order of Placement

Stability of

Average in
Years

Educational Placements

Length of Placement

Percent of
Placements.,3 Years

Range in
Years

Percent of
Placements41 Year

First educational
placement

(n=52)

2.2 .02-7.0 45.1% 29.4%

Second educational
placement

(n=28)

2.9 .20-13.0 48.1 40.7

Third educational 3.8 .50-11.0 33.3 41.7
placement

(n=12)

143
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placements, the average length of stay increased with the number of

placements, and a substantial proportion of placements lasted less

than one year. However, the frequency of longer placements (those

lasting more than three years) increased with the number of

placenents.

The reasons for changing educational placements varied between

the first and second placeaents and the second and third placenents.

When chil&,111 roved into a second educational placement (1=28), they

did so fol. :.1!.a following reasons, listed in their relative order of

frequency:

- Child having a difficult time in the present placement (20%)

- Child too old for the placegent (15%)

- Child changed residential placements (12.5%)

- Child transferred to a work or vocational training program (12.5%)

- Child placed in integrated setting (5%)

- Child graduated (5%)

- Family problems required a change in placement (5%)

When children moved from a second to a third educational placement

(n=12), the most frequent reasons for the changes were as follows:

- Child changed residential placements (30%)

- Child too old for the placement (25%)

- Parent requested a change in placement (16.7%)

- Child placed in integrated setting (16.7%)

These findings can be compared to the reasons for changes in

residential placements, described in Chapter Six. The most
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frequently citee reason for initial changes in residendal placement

was related to the child's inability to adapt to the environment;

i.e., his or her behavior was deemed too extreme for the setting.

The sane thing seems to hold for initial changes in educational

placements. On the other hand, parents appear to play a lesser role

in changes in educational settings than in residential settings.

Although they often were the ones to request a change in residential

placenents, they had relatively little role in initiating changes in

educational placements. In both types of changes, extreme aedical

needs were a minor or non-existent factor.

Frequency of Forral Dismtes

Data were collected on the frequency of due process hearings

in the deinstitutionalized sample. Because most of this group of

children had not previously received local educational services, and

because their needs as a whole were more complex than those of most

special education students, it might be expected that the frequency

of disputes over educational placerent and programming would be

higher than normal. This does not appear to be the case. Cf the

68 children who were followed, only one experienced a due process

hearing. In this one case, the child was initially placed in a

public school special education program in the fall of 1981, but

no Individual Education Plan was developed. The mother was very

dissatisfi&, with the lack of services, referring to the placement

as "babysitting." She sought representation from attorneys at Legal

Assistance and the Protection and Advocacy Center, and successfully
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argued for placement in a private special education program in the

same town. She has been very pleased with the new program, and

feels that her son's abilities have improved dramatically since the

placement.

The low frequency of due proceE,r hearings is consistent with

the finding that changes in educational palcements occurred for

reasons other than parents' requests. As in other areas of this

study, we found that parents of deinstitutionalized children were

not aggressive in seeking community services for their children.

A fairly low level of expectations about what their children are

entitled to or what is available may have acted to hold down the

frequency of these kinds of disputes. The fact that over one-fifth

of the sample received no educational services, with no ensuing due

process complaints or litigation, supports this notion. In some

cases, parents were not available to advocate for services, although

many children without available parents were assigned a Public

Guardian, whose job is to actively pursue appropriate services. An

additional factor to bear in mind here is that only 19 members of the

sample left LSS after 1978, when due process guarantees were fully

implemented under P.L. 94-142. And those children who left most

recently under the terms of the federal district court order were

followed very closely by Legal Assistance and other advocates to

assure appropriate placement and services.
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Effect ot Time on Educational Placements

As was the case with residential placements, it is possible to

detect important differences in the experiences of children who left

before and after the.implementation of special education policies and

the LSS court order. Table 7.4 indicates that children who left LSS

in the period from 1970 through 1972 were equally divided between in-

district and out-of-district placements. Ard members of this cohort

were much less likely to attend school at all. Of the 23 children

who left during this time period, 47.8 percent (1=11) receivrl no

educational services. In the 1976-1978 cohort, there are sigr

improvement. Only 2 children out of the 14 who left during this

period received no educational services. TWo-thirds of those who did

attend school were placed in local (in-district) programs, and one-

thind attended out-of-district programs. In the most recent cohrt

(1982-1985), all children who left LSS (n=12) attended school, with

three-quarters placed in local programs and one-quarter in out-of-

district programs. These differences across cohorts are

statistically significant (p=.021).

Type of educational setting varied somewhat with time, although

not at a level that was statistically significant. The strongest

trend was in the direction of greater reliance on specialized non-

residential schools during the more recent years. Prior to 1979,

62.9 percent (n=22) of those who left LSS and received schooling were

placed tn such a setting. During and after 1979, 76.5 percent (n=13)

of those who left and received an educational program went to a

14
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Table 7.4

The Relation of Historical Periods
to Educational Placemnt

Percent of Children in Each
Progran Location During
Three Historical Periods*

Location of Educational 1970-72 1976-78 1982-85
Program

No school assigned 47.8% 14.3% 0 %

In-district placement 50 66.7 75.0

Out-of-district placeffent 50 33.3 25.0

*p=.021
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special non-residential school. Th1s finding should be analyzed in

light of the fact that children who left in the mote recent period

were wore severely handicapped than those who left earlier. In

general, the type of educational program used for deinstitutionalized

children, and the inferred degree of restrictiveness of such

programs, showed little change over the 15 year period.

Cual,ity of Educational Sevices

Although our investigation was unable to assess thn quality

of educational services received by the members of our sample, AGH

Associates (1985) reviewd the level and quality of educational

programming received by 20 school-age children who previously lived

at LSS. This study was conducted in the spring of 1985, and its

results are helpful in casting additional light on the more

descriptive findings of the present study.

Of the 20 students included in the AGN sample, 14 (70%) had

an Individual Educational Plan (IEP) which described the specific

educational program they were to receive. Gaven that both federal

and state laws require such a plan for all handicapped children, the

absence of an IEP for a significant proportion of the group indicates

some number of deinstitutionalized children are at risk for

inadequate or inappropriate services. Of those 14 children who did

have an IEP, six of the IEPs were developed just prior to the site

visit by the AGH research team.

Between 65 percent and 85 percent of the IEPs had unacceptable

or inadequate descriptions of student strengths, weaknesses, present
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levels of functioning, and mainstreaming goals, all of which are IEP

cowponents required by state and federal regulations. The short-term

instructional objectives were generally unmeasurable, vague, and

without specified outcome criteria.

In general, the AGH report found that the IEPs were not based on

the needs of individual students and did not establish the critical

instructional link between the child's needs (based on comprehensive

assessnents) and individual program goals. In several cases, related

serices such as physical therapy and occupational therapy were not

being provided although they %ere identified as needed services. No

IEP identified parent counseling as an appropriate related service,

although there is much evidence in our study and elsewhere that

severely handicapped children create significant prdblmns for

their families that could be ameliorated through parent support.

When the reserarch team visited the children's Jr..aal class-

rooms, they observed a lack of age-appropriate and developmentall;

qppropriate curriculum materials, and frequent reliance on

educationally restrictive environments. Clay 8 out of 20 students

were enrolled in a public school program, a smaller proportion than

those in our sanple cohort who most recently left LSS. Three students

were enrolled in sheltered workshops, and the remaining nine were

attending private schools, most of which were residential.

Mainstreaming opportunities were minimal for all students, regardless

of placenent. Cnly one child enrolled in publIc school participated

in educational or noneducational (lunch, recess, field trips, etc.)

activities with nonhandicapped children. None of the children in
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workshops or private settings had opportunities to interact with

their nonhandicapped peers during the day. The AGH report concluded

that the quality of services was superior in the private scnools,

although this advantage was compromised by the segregated nature of

these settings.

The report also assessed the perspectives of school personnel

toward the services being received by these deinstitutionalized

children. Staff identified prdblems such as inadequate medical care,

overuse of psychotropic medications, inadequate planning for the

transition between LSS and the comnunity program, and inadequate

training and technical assistance for local teachers who were

assigned to this group of children.

The report included two interesting recommendations worthy of

mention here. First, the report suggested that a "centralized long

term care facility may need to be contemplated as the most viable

option" (?. 39) for those children who require extensive care. This

seems to be a call for a return to institutional care for severely

handicapped children, although there was no evidence to support this

recommendation in the findings. There were several major pv'blems

uncovered in assessing community-based educational services for

these previously institutionalized children, but the problems are

remediable through full implementation of state and federal

regulations. Reducing opportunities for community integration and

for care as close to home as possible would exacerbate the family

and child streses az.sociated with centralized, institutional care,

problems which have been extensively documented (see Chapter Eight).
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Second, the AGH report claimed that, "There are various valid

reasons for students with severe handicaps to receive a program of

reduced hours" (p.45). Again, there was no documentation pn,esented

in the findings to back up such an assertion. In general, s'ildies

have found a direct correlation between the intensity and duration of

intervention and educational outcomes, particularly for children with

severe impairmants. Certainly this group of children is not easy to

educate, nor is their education inexpensive. But the various

problems cited in the report, such as inalequate IEPs, untrained

teachers, and use of segregated settings will not be resolved by

reducing the educational effort.

In spite of these flaws, the AGH report is quite helpful in

bringing to light the educational experiences of children after they

leave a residential institution. Its findings concerning the quality

of IEPs and prdblems encountered in comnunity-based programming add

some depth to the broader, more comprehensive focus of the present

study.

Summary

The findings in this chaoter indicate positive change in the types

of educational services and placements received by deinstitutionalized

children since 1970. Although over one-fifth of the children received

no educational services when they returned to their home communities,

the large majority of this group left the State School before

legislative mandates for special ,,Aucation became fully developed. The
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permissive language that was hn effect prior to 1978 at the state and

federal level did seem to allow for the exclusion of sone children.

flowever, the stringent mandates that took effect ha late 1978 were

successful in assuring that even the most severely and multiply

handicapped children were educated. Positive trends were also

discovered in the greatei use of local, public school progrus rather

than distant, prhvate placements, and in the greater availability of

support services.

Concerns remain, however, with regard to the availability of

prevocational and vocational training ard continued reliance on

segregated programs ehat do not provide opportunities for participation

with normal groups of children and adults. Children are attending

school in pdolic facilities closer to their homes, but this has not

led to a significant degree of "mainstreaming" hn social or academic

domains. In addition, there is evideme that the quality of special

education prograas is less than adequate when masured against the

regulatory criteria in state and federal laws. Mese issues will be

discussed ar;re fully in the analysis section in Chapter Nine.
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Chapter Eight

The Effects of Community Placement on Families

In this chapter, the many issues that parents face in seeking

admission of their children to Laconia State School end Training

Center, in dealing with institutional residence, and in confronting

the deinstitutionalization process and community paaoement will be

discussed. It is the purpose here to not only describe response

patterns but to bring to light parents' concerns as they arose.

It Ls important to keep in mird the historical context of these

concerns.

Although parents have always fought for improved scrvi,7,

their handicapped children, they did not take the lead in calIia3

for the deinstitutionalization p:::ocess that began in the 1960s. Often

parents have argued for more effective and humane institutional care.

The strong push for almost exclusive reliance on comnunity-based care

has come from professional advocates, policy-makers, academics, and

civil rights attorneys. These advocates have been stimulated and

supported by small numbers of vocal, assertive, politically savvy

pareits of severely handicapped children. But in general, parents

have resisted community placement out of concern that their children

wuld be made to live in unsafe, inadequate facilities where lack of

supervision and exploitation would be more likely to occur than in a

closed institution. Parents have also been fearful that they might be

required to assume legal, financial, and psychological responsibility

for their children. In light of the pain and grief associated with

the early stages of diagnosis and institutional placement, and the
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many intervening years when families adjusted to living without

their severely handicapped child, the possibility of involuntary

reintegration of the child into the family is viewred with great

trepidation. As we shall see in the later discussion, the move

to place children out of LSS was not initiated or supported by most

parents whose children lived there. However, we shall also see

the the drastic changes that occurred from 1970 to 1985 caused

significant changes in parents' attitudes toward comaynity care.

Initial Placement Decisions

The median admission year to LSS was 1970 for Population One

and 1965 for Population Two. Even at these late dates, alternativ=!

residential and educational prograas were not available in most

regions of the state. Placement in the institution is usually a

difficult decision fraught with guilt and feelings of helplessness

and frustration. However, a sUbtle distinction emerges between the

two populations regarding this decision process. Population One

parents tended to encounter barriers to their child's almission

which they had to overcome, whereas Population TWo parentEl to.are more

often encouraged at the outset to institutionalize their disabled

offspring. For the second group, this impetus tended tc coue only

from professionals, but Population One parents tended to receive

advice to place their children from professionals, other family

members and neighbors. This supports the earlier observation that

Population TWo families were sonewhat higher In socioeconomic status,

which correlates with a greater reliance upon professional input. As
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well, Population TWo children were more severely handicapped, leading

to more frequent contact with a variety of professionals and greater

likelihood of consensus concerning the decision to institutionalize.

Seventy-nine percent of all the participating parents were the

ones who first initiated admission of their children to LSS; 76.5% of

Population One parents first applied for their child's admission and

80.7% of Population 'No parents began the process. Though these two

groups each had difficulties with the admission process, there were

some distinctive qualitative differences that were revealed in in-

depth interviews.

Though both groups spoke of the mother's coping resources being

depleted and the significant behavior prdbleme presented by their

children, it appears that Population One parents were more likely to

use these reasons to press for admission. Cne mother threatened, "If

you don't take him, you'll have to admit me to New Hampshire Hospital!"

A father reported, "It took nine years to get Carl into LSS for a four

day per week, four month program [for toileting and self-care]." Carl

had been on the waiting list since one year of age but didn't get in

until his father complained to the central office in the State capital,

asserting that his wife was "on the verge of a breakdown."

At times the situation became desperate. A mother told us her

foster child was abandoned as an infant at LSS by the child's father

who, at the time, had become a widower. The father sought admission

for an evaluation and never returned to reclaim his child.
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Population TWo parents seem -perience pressure early on

to institutionalize their children. Ora the whole, their children

were placed at LSS at a slightly younger age and at an earlier point

in history, when community placement was barely contemplated in the

public mind. Doctors were more adamant about institutionalizing

mentally retarded children. "Better put him away. He's an idiot,"

admonished one physician. In another painful recollection, a mother

was told by the family doctor, "Get her out of the house as fast as

you can. What is the use of cutting off the puppy dog's tail by

inches?" But even physicians manifested difficulty in advising

parents. A mother told us, "At first the doctor said take him home

and love him; later he said, 'Put him in the State School'."

Since Population One children tended to be somewhat more active

than their Population TWo counteri.arts and entered LSS at a somewhat

later age amd at a later point in history, parents reported that

they were subject to social pressures of relatives, teachers, their

children's schoolmates and neighbors. One parent said pressure from

teachers and the teasing of schoolmates made keeping her child at

home increasingly difficult. In another instance, parents were told

by the school district that LSS was the "only" place their daughter

could be evaluated in order to be accepted for any program in the

state. Another mother explained the painful shunning of her

neighbors. "The townspeople were hateful to her...they wanted to

get rid of herVicky was an undesirable in town."
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Another child, Dennis, was not learning in school, having

seizures and being teased by other students. Family members blamed

Dennis' mother for his seizures and his problematic behavior, saying

she spoiled him when she should have disciplined him. Finally, a

wonen in her budband's office whose child was at LSS suggested to

Dennis' father that Dennis might benefit from placement there.

Other family members also encouraged parents to admit their

disabled relatives. A Population One mother whose basband and

father-in-law were both ex-residents of LSS reported that a cousin

had urged her to place her daughter.

A Population TWo mother explained, "We polled extended family

menbers to see what they thought. When my father's aunt and her

husband had agreed to keep all the kids except Gerard in case of

[our] death--that was the deciding factor!"

At a point in history when there were two choices, home or the

institution, parents experienced great frustration. When one mother

could no longer handle her daughter at home because of her terrible

behavior and because there were no other possibilities, the family

placed the child at LSS. The frustration, however, of witnessing her

child's rapid regression forced the mother to quickly take her home.

"I had to toilet train her all over again!" she told us.

One of the most powerful and revealing experiences in the study

cane when a mother denied consent for her daughter to be included.

In withholding consent, the mother wrote on the consent form, "Under

no circumstances can anyone use Diane as a case study for any purpose

Whatsoever. If you want to know why, call me." We did. In an
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intense, one-sided telephone call that ran close to an hour, Diane's

mother explained, in poignant terms, her emotional state at the tiae

of aamission to LSS and the years that followed.

Diane's mother told us her daughter's severe impairments were

evident soon aftF.r birth. She sought a diagnosis and treatment for

the next seven years. She eventually received a diagnosis at a

private agency in New Hampshire, but was told there was nothing that

could be done for her (this occurred in the late 1960s). When she was

nine years old, Diane was pdaced at LSS by her parents on the advice

of the family physician and staff at a private diagnostic agency.

The mother felt defeated in her efforts to care for Diane at home but

also wanted some relief from the burdens she faced. She told us, "I

washed diapers for 30 of the 35 years I was married. I just

couldn't keep on like that."

The period of institutional placement created an even greater

emotional burden. The body brace Diane wore to correct her scoliosis

disappeared soon after institutionalization. Visits became extremely

difficult.

Her father and I would cry for days after being there
['MS]. There were some days I wished I'd never wake
up because of what I'd seen there. They tied people
dorm on all fours. The staff takes advantage of the
girls there. It's worse than a kennel. Any perfectly
sane person would go insane. When we went there, we
felt like they [the staff] would just as soon not have
us around.

Diane left the State School when she was 13 years old, and has

lived in two different nursing homes since then. Her mother believed

(as d:i.d some others who denied consent) that involvement in this
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study would result in Diane's return to the school. This mother's

intense guilt and anger over past events and fear for her daughter's

future may have been expressed more vehemently than the emotions felt

by those parents who gave consent, but the nature of her comments is

consistent with the feelings and experiences of other parents. It is

clear that the initial &mission decision and the subsequent period

of residency were times of regret ard grief. For neither population

was the decision to seek their children's admission to LSS an easy

one and once their children were there, it was not always easy to

visit.

Visitation Patterns

Visitors to Laconia State School are required to report to the

aiministration building before going to the units and cottages to

visit residents. The visits are recorded at the time and kept in a

file separate from the residents' medical and behavioral records.

Since visitors are not always consistently identified, no distinction

was maae--in recording data--as to whether the visitors were kin or

others, though for the most part, they were relatives, according to

the reports of staff and parents. In some instances, a resident was

visited by LSS staff or community staff preparing the resident for

placement.

As can be seen from Table 8.1, Population TWo residents clearly

were not visited as often as Population One residents. Though a

small percentage of people were never visited during their stay at

160



145

Table 8.1.

Total and Average Nurrber of Visits Per Year by Population
in Comparison with Length of Stay at LSS

Population

Two TotalCne

n=67 n=102 n=169

Total number of visits
during stay at LSS

Median 18 12 14

Mean 37 .0* 25.8* 30.3

93 53.0 35.4 43.6

Average yearly visits 4.2* .9* 1.5

Average length of stay
at LSS (years) 5.4* 13.7* 9.3

*p<.05
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LSS, in any given year (from 1970 to 1983), about one-third of

the total population did not receive visitors. Again, this varied

somewhat by population. Ch average, in any given year, 36% of

Population TWo was not visited; 31% of Population One was not

visited. (The year 1984 was not counted in this analysis because

it was the only year when all remaining Population One residents

received no visitors and so represented an extreme value.)

From Table 8.1, it can be deduced that the longer the stay

at LSS, the fewer the visits. This is not a new finding. It is

one of the unfortunate correlates that make institutions so insular.

Another is distance. It was nr.t. mmmon for a parent to tell us,

visit more if it didn't taYd hours to get there." Or,

"It's not that I don't want to visit Larry, it's just that it's so

depressing to see the other residents." A mother of a very

severely involved child, who required 24-hour physical attention

told us the sight of her son was too painful to her. These parents

did not gain the sympathy of LSS staff who shared openly their

disparaging renarks with us. When a parent broke through his/her

inertia to mdke a visit, the staff, who were keeping score, often

conveyed their scorn, making subsequent visits even more difficult

and unlikely.

Informal and Formal Mechanisns of Coping

In order to obtain a picture of the human resources available

to the parents in our study, we asked thorn several questions about

the sources of assistance they could draw upon over the years. Each

1
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parent was read a list of possible resource groups and asked to tell

us how frequently each gave assistance. The list included family,

friends, neighbors, co-workers, other parents, clergy, dcctors and

"other." In addition, parents were asked to tell us who in this list

was the most supportive, and to rate the level of supportiveness of

extended kin.

The responses overwhelmingly pointed to the family as the

greatest resource. Forty-nine percent of Population Cne parents

said they received daily assistance from their families and another

8.5% received at least weekly assistance in the form of babysitting,

chaaffering or advice by telephone. Thirty-nine percent of

Population Two perents reported daily help and another 17.5% reported

help fram their families on a monthly basis. Wale Population Cne

parents said ir immediate families %ere most helpful, Population

Two parents sakt Liey received the most support from extended kin.

Population Two parents said their extended kin were extremely

supportive (54.2%); an additional 20.8% said kin were somewhat

supportive. Of Population Cne, 40.4% reported their kin were

extremely supportive; another 8.8% chose "somewhat supportive" to

describe kin involvemnt; but 31.6% said kin %ere not supportive or

made things worse.

Cf non-kin, friends &id neighbors and then other parents were

the most frequently available resources. Parents reported that

friends supplied daily and weekly support, whereas neighbors were

somewhat less available (or less relied upon). Some of the parents

had found moral support and information from other parents of
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developmentally disabled children (e.g., in monthly gatherings at

their children's school or at meetings of the local Association for

Retarded Citizens.)

Though, for the most part, Populaidon Two parents had little

or no contact with regional service providers, Population Cne parents

indicated that local staff in their county hospital or private center

for services for developmentally disabled people provided assistance.

Parents' Attitudes Toward Deinstitutionalization

The two main methods of data collection which inform this

discussion are the Attitudes Toward Deinstitutionalization Scale

(AMOS) developed by James Conroy and his colleagues for the Pennhurst

Study (Conroy, 1985) and in-depth interviews conducted in the period

between 1984 and 1985. In addition, anecdotal data made available

from a survey conducted by two parents will be presented to shed

light on issues revolving around opposition to deinstitutionalization.

Table 8.2 shows the percentbge breakdown of informants.

Mothers comprised the largest portion of informants about family

attitudes amd reaotions to deinstitutionalization. Though in twenty

percent of the interviews, both mothers and fathers were present,

just the resrAnses of the mothers were coded, since they aoted as

key informants for Ume most part.
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TQJle 8.2

Parent Interview Informants

Populatimj, Population 2

Father 7 10.8 2 8.0

Mother 33 50.8 16 64.0

Both Parents 13 20.0 7 28.0

Foster Mother 3 4.6

Foster Father 1 1.4

Both Fost.r.: Parents 1 1.5

Other (relative, guardian) 7 10.8

Ibtal 65 25
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AIDS Results

The AIDS was divided into two parts for purposes of discussion

and analysis. The first part is the Impact Scale which consists of

items having to do with how parents perceive changes in their

family life activities as a result of or as an anticipated result

of their child's placement into the comnunity. The second pert of

the Ans addresses the ideological issues of deinstitutionalization.

AIDS1 Impact Scale. The Impact Scale consists of a list of fourteen

routine family activities. The parent is asked to judge to what

extent these activities change as the result of his or her child

being placed in the community. Population One parents answered in

retrospect and Population TWo parents were asked to respond according

to how they anticipated their lives might change as a result of their

children returning to the comnunity.

On a scale of one (change for the worse) to five (change for

better) the parent assessed the impact of the child's return

on the following items: his or her own social life, job, spouse's

job, family hone rec-ee;7:tion, time alone, time with spouse and with

the other children still at home, famay vacations, own general

happiness, the parent's assessment of t.!-e developzentally disabled

child's happiness, and the child's relat.,onship with the respondent,

the spouse, with siblings and with others.

Table 8.3 displays the means and standard deviations for ea.:h

item in the Impact Scale for each population.

Though, overall, the median response was 3, i.e., no change,

with regard to family activities, sone concerns were detected. Sloth
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Table 8.3

Parents' Assessment of the Impact Upon Family Life
of 'Their ChiDl's Return to the Community

Area of Impact

Pmulation 2 (n=25)

(a)

Mean S .D Me an

Your own social life 2.9 1.2 3.1 .5

Your job 3.0 .7 2.9 .4

Your spouse's job 3.1 .5 3.0 .6

Family home recreation 2.9 .9 3.1 .9

Your tine alone 2.9 1.2 2.8 .7

Your tine with spcuse 2.9 1.0 3.0 .6

Time with other children 3.0 .9 2.9 .4

Family vacations 3.0 1.1 3.0 .2

Your own general happiness 3.9 1.2 3.2 1.5

Your child's happiness 4.3* .9 3.1* 1.5

Child's relation with you 3.7 1.1 3.5 1.0

Child's relation with your spouse 3.6 .9 3.4 1.4

Child's relation with sibl, 3.5 1.0 ?-4 .5

Child's relation with others 4.1+ 1.0 3.5+ 1.2

*p<.001 +p<.03

(a)

Higher values indicate more positive impact

16 /
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groups of mothers thought their children's placement might impiav,

upon their tiae alone. While Population One mothers showed some

concern for their social life, family recreation and their tine with

their spouse, Population Sao mothers were concerned that placement

would interfere with their tine spent with their other children.

However, unlike Population One ,-,thers, Population TWp mothers gave

a small indication that family recreation at home might improve as

a result of their child's comnunity placement.

.With regard to emotional issues and social relationships,

parents showed positive feelings toward comaunity placeaent. Mothers

in both populations perceived or anticipated a change for the better

with regard to their children's relationship to others as well as to

family members. Population Cne mothers saw their children as much

happier now than they were in the comaunity. Mothers told us that

since they saw their children were happier, they were happier as

well.

Cohort Differences. Parents whose children left LSS after 1978 were

statistically more likely to say their general happiness had

changed for the better (Chi-sq=11.263,<U;df=4) and that their

handicapped child's relationship with them had improved as a result

of leaving the hnstitution (Chi-sq=10.051,<A5;df=4) (See Tables 8.4

and 8.5).

The second part of the AIDS consists of eleven ideological state-

ments concerning deinstitutionalization as applied to the informant's
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Mble 8.4

Cohort Differences of Impact of Community Placement
on Paxents' General Happiness*

Placement in Placeuent
or before 1978 after 1278

(n=44). (1=18) Total

Change for the worse 3 0 3

(6.8%) (.0) (4.8%)

4 1 5
(9.1%) (5.6%) (8.1%)

No change 15 2 17
(34.1%) (11.1%) (27.4%)

8 1 9
(18.2%) (5.6%) (14.5%)

Change for the better 14 14 28
(31.8%) (77.8%) (45.2%)

*Chi-sq=11.263<.03; df=4
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Table 8.5

Cohort Differences of the Impact of Community Placement
on Child's Relationship with Mother*

Placement in Placement
or before 1979 after 1979

(n=45) (n=17) Total

Change for the worse 0 1 1
.0 (5.9%) (1.6%)

6 0 6

(13.3%) (.0) (9.7%)

No change 18 8 26
(40.0%) (47.1%) (41.9%)

9 0 9

(20.0%) (.0) (14.5%)

Change for the better 12 8 20
(26.7%) (47.1%) (32.3%)

*Chi-scp10.051<.05; df=4
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developmentally disabled child. The pareil: was asked to respond to

each statement with "strongly agree, sonewhat agree, neither agree nor

disagree, somewhat disagree, and strongly disagree." Table 6.6 shows

the nean scores for both groups for each item. Note that the higher

the score, the more the group agrees with the principles of

nornalizaticL. This, strongly disagreeing with the staterrent that

the child has rewhed his/her developmental LioLl: or with the

statement thzt the child should live in the sane hone for a lifetine,

is coded 5 while strong37?, agreeing is coded 1.

Table 8.6 shows the items contained in the second part of the

AWS. For the most part, Population One parents are highly accepting

of deinstitutionalization ideology. Each item will now be discussed

in turn.

Developtental Model. For the first statenent, "I believe my relative

has rexhed his/her highest level of educational and psychological

developnent and will not progress m.ich beyond the level she/he is at

now," the real score was 3.8 for Population One and 3.2 for

Population Two. Optimism that their children could still progress

was not significantly influenced by the child's diagnosis. Further

analysis revealed that parents of severely retarded children strongly

disagreed with this statement in 63.6% of the cases, and 50% of

parents of profcundly retarded children also dkl not believe their

children had rexhed their full potential.

These findings are in sharp contrast to those of Conroy (1985)

The Pennhurst families agreed with the statement, i.e., that the

17i
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Table 8.6

Parents' Attitudes Toward Deinstitutionalization

Population 1 Pgpulation 2
(n=63) Ln=25)

Mean S.D. Mean S.D.

1. Child has reached 3.8 1.5 3.2 1.2
developmental lindts

2. Same residence for life 3.1* 1.5 2.3* 1.6

3. Cpen setting to match skills 3.8* 1.3 3.2* 1.6

4. Community workers competent 3.5* 1.3 2.8* 1.3

5. Comaunity funds are secure 2.1 1.2 2.0 1.3

6. Needed services are available 3.1 1.5 2.6 1.6

7. Financial burdens lifted 3.4 1.5 3.4 1.2

8. Normalization 4.7* .6 3.6* 1.4

9. Least restrictive alternative 4.8* .5 4.0* 1.3

10. Deinstitutionalization 47* .9 3.1* 1.9

11. Discharge decision 4.5* 1.2 2.9* 1.6

*p<.05

Tne items in the table refer to the following questions to which the
respondent answers "strongly agree, somewhat agree, neither agree nor
disagree, somewhat disagree, or strongly disagree.

1. I believe that my relative has reached his/her educational and
psychological developuent and will not progress nuch beyond
the level he/she is at now.

2. When my relative lives away from home, I prefer that he/she
remain in the sane place his/her entire lifetime.

3. When my relative lives aaay from home, I prefer that he/she move
from a more protected residential setting to a more open setting
as she/he achieves greater self-help skills.

172



157

Table 8.6 (continued)

4. Persons who work in comnunity living arrangements are knowledgeable
and skillful encugh to handle situations which may arise with regard
to my developmentally disabled relative.

5. I believe that funding for community arrangements is secure and
permanent.

6. I believe that all services needed by my developmentally disabled
relative are available to him/her in the comnunity.

7. I believe that my family has not had to assume added financial
burdens for the care of my relative since he/she has been (or will
be) living in the community.

8. Normalization means that, as much as possible, developmentally
persons are given normal opportunities for living, working,

and school. In thinking about what your relative will need in the
future, how nuch do you agree with this concept?

9. gla_Least Restrictive Alternative says that developmentally
disabled persons should be allowed to live in places which are as
much like normal homes as possible. In thinking about what your
relative will need in the future, how much do you agree with this
concept?

10. Pgiratigltignallotiaa is the moving of developmentally disabled
persons from the institution into places in the comaunity. In
thinking about what your relative will need in the future, how much
do you agree with this concept?

11. When your relative was (is) selected for movement from LSS to the
community, how agreeable were you (will you be) to this decision?
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children had reached their limit. The author concluded that die

families in their sample were not responsive to the developmental

model which stresses the notion that all...people can grow and learn.

Assuming that the results are true, there are two possible

explanations for the discrepancy in our findings. It could be that

since our respondents are the parents of a younger cohort than the

parents of the Pennhurst population (we limited our samp1 e. to

residents born in or after 1949 and the Pennhurst study included all

residents), they were still hopeful for their children's development

and education. The other reason could be that history has had an

impaot and our parents have had more exposure and therefore more

opportunities to adopt a developmental perspective.

Least Restricti.ye Alternative. Three statements were posed

pertaining to the concept of the least restrictive alternative.

First, parents were asked if they would prefer their children live

in the same home for their entire lifetime. A score of 5 indicated

strong disagreement and 1 strong agreement. The mean scores for

Populations One and TWo were 3.1 and 2.3, respectively.

In our in-depth interviewsespecially with Population Two

parentsthere was a concern expressed for the need for a stable

environment which promotes familiarity and good orientation to

surroundings so that their children can develop and improve in

functioning. Since rnpulation TWo parents scored low on this item,

our interpretation here is that we can expect greater concern on

the part of the parent for stable long-term placement, the greater

1 7,1
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the child's impairment and the longer the period of institutional

residency.

TO the third statement: "When my relative lives away from

home, I prefer that she/he move from a more protected residential

setting to a more open setting as she/he achieves greater self-help

skills," parents responded with greater agreement (3.8 and 3.2).

We asked parents to what extent they favored the concept of

the least restrictive alternative as it would apply to their children.

Over 90% of all Population Cne parents and 79.2% of Population Two

parents, regar6lesz: of their child's diagnosis, supported the

concept, yielding means of 4.8 and 4.0, respectively.

Though both groups were in favor of placement in the least

restrictive environment, interpretation of this concept demands

careful scrutiny. While parents of younger, somewhat less disabled

children may interpret it to mean living in a small group home in the

city, parents of more disabled persons tend to have a different view.

One Population TWo mother explained:

%ben they took the fences down [at LSS], my heart
sank. It meant that James and his friends were
not as free to roam. The staff kept them closer
to their building. You know, sometimes, fences
are the least restrictive alternative! They
tock the fences down for the sake of appearances,
not for the sake of the residents.

Normalization Deinstitutionalization and the Decision to leave LSS.

Referring again to Table 8.6, the two populations differ greatly

with regard to these concepts and this decision. While Population

Cne parents are vigorously in favor of normalization,

1 '7'-0
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deinstitutionalization and the decision to discharge their children

into the community (X=4.7, 4.7 and 4.5, respectively), Population Two

parents were relatively cautious. Though they ratified the concept

of normalization (Z=3.6), as a group they were ambivalent toward the

of deinstitutionalization (X=3.1, S.D.=1.9) and did not favor a

decision to discharge their children (X=2.9, S.D.=1.6).

In order to understand why Population Two parents were split

with regard to deinstitutionalization (50% were in favor and 49%

opposed), the data were further analyzed to reveal some underlying

factors.

First, it was hypothesized that the more severe the child's

retardation, the less optimism there would be toward community

placement. Jack Melton, the former superintendent of the Laconia

State School, noted that in his experience, parents' ate.Wdes

correlated with their children's diagnoses. Cur data bear this

statement out. There is a relative decrease in optimism regarding

community placement as the severity of retardation iwreases.

If the child was already in the community, Population 'No parents

found it easier to accept the concept of deinstitutionalization.

These parents tuld us that though they were initially opposed to

to community placem?nt, now that they hi seen it happen for their

adult children, they slowly began to see its benefits. our findings

duplicate those of Rudie and Reidl (1984); though parents initially

resist the idea of community placement, once placed, they are likely

to be satisfied. As one father put it, "I'll believe it when I see

it."
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Ccvmunity Services; Competence and Finances. Four statement.

the AIDS addressed issues directly related to community services.

Table 8.7 shows the mean scores for each group of parents.

Regarding the statement, "I believe that my family has not had

to assume added financial burdens for thc care of my relative since

she/he has been living in the community [or when she/he lives in

the community]," most parents were in agreement. Their perception

is consistent with the findings in Chapter Six indicating that

parents paid for very few community services. There were some

instances, however, which suggested that where families were quite

involved with their children who were now living in the community,

they also shouldered more of the financial responsibility (see the

case histories of GG and Cheryl).

gpmpeteme, "Persons who work in community living arrangements are

knowledgeable and Skillful enough to handle situations which arise

with regard to your developmentally disabled relative." This

statement divided along group lines. While Population One parents

were fairly optimistic, Population TWo parents remained skeptical.

These parents, who in 95% of the cases (n=25) believed their children

required 24-hour per day supervision, were concerned that community

workers did not have the skills or experience to match those of

workers at Laconia State School.

Though confidence was expressed by Population One parents, it

was not without reservations. Cne mother commented:

People who advise have little or no experience.
New teachers - they have lots of theory but no
common sense! Most teachers have had no
experience with mental retardation.

17 /
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At titudes Toward ( mann ity Se rv ices

10y...
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Population 1 Egwal.ti on 2

Mean S D Mean fLal.

Financial h- irdens lifted 3.4 1.5 3 . 4 1.2

Comnunity workers competent 3.5* 1.3 2.6* 1.3

Fund ing is secure 2 .1 1.2 2.0 1.3

Needed se rv ices are av a ilable
in the community 3 .1 1 . 5 2 . 6 1. 6

*9<.01

1.7S
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Population Coe parents also showed differences by cohort.

Parents of children paaced after 1978 were more confident in

community workers than the pre-1978 cohort. Parents, especially

those of more severely involved children, are not overly anxious

to send their children into the community. Parents' skepticism Ls

based on reality--a reality tnat is corroborated by service providers

themselves who admit that they are not adequately trained to handle

"surprise" situations, i.e., unpredictable behavior Problems.

=gum, Another factor contributing to parents' reserva .ons about

community placement has to do with the financing of group homes.

We asked parents whether they believed bunding for community living

axrangeaents was secure and permanent. About 68% of Population One

parents strongly or somewhat disagreed with this statement and about

73% of Population TWo parents disagreed.

Availabaity of Services. Pelated to the previous finding is the

issue of the availability of services in the community. We asked

parents to respond to the statement, "I believe that all services

needed by my relative are available to him or her in the

community." Here we are addressing the contrasting belief that

only the institution can provide tl necessary services. As

expected, Population TWo parents still believe there are services

the community cannot provde. However, Population One parents are

also somewhat skeptical.
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Parents of the pre-1978 placement cohort were only 42.8% Ln

agreement with this stet t, while the post-1978 cohort was 77.8%

in agreement.

This suggests that once again historical context plays an

inportant role in shaping opinion. A father and mother who made the

decision to take their son out of LSS, because of "terrible care and

overmedication," felt, "Deinstitutionalization is going too fast.

Services in the comnunity are not enough to support the clients coming

out." They, too, expressed the fear that funding will remain too low

and then not be there to support community integration.

Parental Cpposition to Deinstitutionalization

In the face of the impending lawsuit against LSS, a husband and

wife who were opposed to the closing of the institution sent out a

questionnaire in 1979 to approximately 500 families whose relatives

were at LSS. Their motivation was the concern that the lawsuit was

only representing a vocal minority of parents who wanted to close the

school. Thus, they were determined to poll as many parents as they

could. When Deborah Watson consented to participate in our study,

she came forward with all tho returned questionnaires she had received

in late 1979 and early 1980. The text of the Watson questionnaire

appears in Figure 8.1.

The questionnaire invited comnents from thc surveyed and

thereby provided a forum for parents to express not oni.7 their

reasons for opposition or support of deinstitutionalizatin but

1st)
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for other comnents, complaints and ekpressions of frustration and

bewilderment. Parents who believed their children required continued

institutional care for medical and bPhavioral reasons constituted a

large majority of the respondents. They wrote that their children

were severely retarded and would not benefit from being in the

commuLity and would most likely suffer abuse. Other parents were

opposed to community placement because of the disruption in their's

and their Ohildren's lives. LSS was viewed as "home." Often, the

prOblem of the burden ot: thc handicapped child returning to aging

parents was raised.

These responses are valuable data contributing to our further

understanding of parental Objections to deinstitutionalization as a

blanket policy. Below are samples of the responses that are part

of the New lianpshire version of a scenario that has been played out

in its many forms throughout the United States, The parents'

comments present one perspective on the situation fact by those

with children residing at LSS in the late 1970s.

Mrs. Bridges' comments focus the effect of both the child's

level of disability and the parents' circumstances in relation to

community placement.

Each person's response to this 'questionnaire' I feel
quite sure will be colored by his (her) own situation
as it regards the retarded member of their family:
1. to the degree of brain damage and severity of
retardation; 2. the length of tike the resident has
been institutionalized.; 3. to the age of the

.parents and the siblings of the Laconia resident;
and 4. the stage and circumstances of life the rest
of the family happens to be in.
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The Watson Questionnaire

Dear Parent or Guardan,

166

November 1979

A class action suit has been filed in U.S. Federal Court on ycur
behalf by six parents and the N.H. Association for Retarded Citizens.
This lawsuit could result in comnunity placement of all residents at
Laconia State School and lead to the closing of this school.

Do you feel this suit ha truth represents your feelings?

Your opinion can have an importalt bearing on the outcome of this
case. Please take this opportunity to state your. case. Record yair
preference below and return this letter immediately to

An envelope is enclosed for your convenience.

Sincerely concerned parent's,

Deborah and Lloyd Watsors

, I favor keeping Laconia State School open with the continued
upgrading of facilities and care, and conmunity placement of residents
where appropriate.

0

, I favor community placement, i.e., parental hone, group home, or
aPartment, for everv resident of Laconia State School.

Cangents:

Signed
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I am in fgnr ot continuing the School and in
lir.e with dbove paragraph hope this will be the final
determination as: 1. our resident is severely brain
damaged though physically alTrost normal; 2. has been
institutionalized since before she was three years old
(she is now tmenty-bwo); 3. and 4. the parents are in
their late fifties having had foci: children late hn
the mother's childbearing years and are r.ow putting
two (children] through colleges aLe a thrd, the
youngest child, will go to college next fall. The
father could not adjust ever to an abnormal child in
the household as he is even now devastated by the
tragedy of a retarded daughter and still cannot even
talk about it without emotional strain.

I sincerely believe that for much less severely
retarded persons, a more 'everyday' life in the
community is more beneficial for them it there
are excellent services in communities for special
education, job training, etc. and support group
for young parents--all parents for that matter.

Parents expressed concern that their children w.ce being

uprooted and their children's friendships and social bonds with

caring staff and volunteer grandr.frents were being ignored.

Mrs. Boulanger wrote:

To,+- have visited several times a year, taken her
out on trips and she has always been very happy
to return to her brothers and sisters at Laconia.
It would be a grave injustice to tear up her home
and separate her from her loved ones. She is of
age, ask her.

Parents also feared the community. Mrs. Gerard wrote:

Years ago I used to have to work and had to board
(my son] out. It didn't work out. People were
afraid their normal small children would copy his
ways, or think he was nornal and fight or hit him
and they did'
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Aged parents feared a responsibility they could not manage.

Mrs. Allen wrote:

It would be wonderful if all of the residents could
leave the School...We were told our poor little
daughter would not reach her third birthday. She
is twenty-three. It would be impossible for me to
care for her. I am sixty-three and in poor health.

Mts. Lombard stated:

I am a widow living on social security. I have a
bad case of arthritis and have problems getting
around. So healthwise and financially I couldn't
possibly take care of my retarded daughter. In
my opinion she has been taken care of very well
[at LSS].

Some relatives wrote the Watsons, explaining how they wanted

and were actively seeking alternatives to LSS. A letter from a

resident's sister read:

...[M]y sister is crippled...she is either in bed
or in a chair all the time; I have yiven this very
serious thought and being her guardian, I feel it
is best for her to be moved back to Colebrook, NH.
Wr--..1 have a very good nursing home. She would be
near her folks, and I ar. %..ing to make all prepara-
tions for her to be brosr,,;.. home. Then if Laconia
Sate School is closed I won't have that worry on
my mind.

Others had decided to wait and see.

4e would be very happy to have C. near us in
the comaunity, but we feel there is no proper
place yet around her for care of this kind. When
the planning and arrangements evolve to where
they have such places, we'll be the fiz:,t to ask
for it.

Perhaps in a few years, it will happen, we
hope so. Thank you.
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From our interviews conducted six years after the Watson

survey, we uncovered similiar concerns regarding deinstitutionalization.

In the following sections are excerpts from contents aade during

the intPrviews. Our interviewers were instructed to invite parents

to freely make comments throughout the interview and to raise

issues and concerns that may not have been a5dressed by our questions.

Fear of the Commurlity. One mother told us she was opposed to

deinstitutionalization because:

I'm afraid vf what can happen to him outside--
what's around him--not him. In the comaunity
he can't move independently. At LSS he moves
around inclepen3ently. I have a fear of George
not being taken oare of if something happens
to us. That's why we put him at LSS. LSS is
h.ks hone and he's being uprooted.

Parents sometimes view the suggestion of foster placement almost

as an inedctnent. "If I can't d t, I don't see how they can do

it." But in the same breath, this mother revealed her ambivaleme,

"I was hoping he'd get into [a group hoge] but he hasn't yet."

A father ex, sed a3ditional concerns about community

placement with regard to the social re3ction to his son in the

community.

Most pLople don't know how to cope with the
situations--to confront them on the street, in
a store. 'Lock at this retard."My do -..de
have that type in the comaunity?' Ycu hear
all kinds of romaents and they're all negative...
If he were moving to [the next town over] or a
little closer to home, I'd be for it but if it
were another comaunity I'm not sure--if it were
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a community used to retarded kids...Not unless
they prove to me that he's capable of handling
the situation.... I think they're pushing
these kids into the comminity too fast. Cf
course, I realize that some need to be in the
comaunity to develop their limited skills, but,
/ don't think they shculd push them out of LSS
to make room for others to go to the institution.
/ think they're trying to eliminate a service.

A mother described her view that some community living

arrangenents lacked the stability of the institution.

There is a certain permanency in an institution
that there will not be in a foster home. lbe
personnel may coange but the physical plant
wculd not change as a foster home might after
a certain num-er of years. The building, the
hoise, might come up for sale; the foster parents
could not go on forever. (Neither would the
staff at tle school be there always, I'm aware.)
However, the institution for the most severely
retarded should remain stble --not up for land
grabs or sold. There is less of a chance for
disruption [of uere1 in a school than in a home,
in my opinion, for a badly brain-damaged person.

gggigSoltheas.ainstitu0.onelization, Parents were

asked to note changes in their child's abilities and to give their

opinions as to the reasons for these changes (either positive or

negative). Where parents noted improvements in the level of their

child's functioning, most often they attributed the change to

programming that specifically addressed a particular problem. Ibis

was true for self-care skills, hearing, vision and speech. However,

they also regarc:e= t .ormal home earironment," the "expceure to

people and sccial actrvities," maturn'e7on and a "secure and loving

home" as positive influences. "r.6ne:y has grown more since her living

in the grcup home than she ever did in 20 years--[she] has grown most

in the pest year."
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Another parent reported:

Because of the program at the Moore Center, he has
learned more in the past two years than in all other
years of his life. [Donald] is more at ease...has
calmed down to appreciate other people and things...
The program my son is receiving is fabulous. I

could not ask for anything better. He has learned
so much ir. past two years.

One couple described their delight with their daughter's

progress in the community. They told us that in the Christmases

of 1982 and 1983, Margery did her own shopping (with group home

staff) for her parents and was very proud and happy aryl involved

with the Christmas spirit for the first time. Margery's integrated

home economics class put on a dinner at a corperation. Each

student had to say their nage afterward; Margery did this along

with "normal" peers and her parents were "so surprised." Her

parents have Margery for dinner once a week and home for Christmas

and hex birthday.

Summary

Parents in our study have lived through sweeping historical

changes in the treatment of their children. From time when

professionals urged institutionalization to the present impetus

toward communitization, these parents have, for the most part,

adjusted.
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The two populations differed on a number of key points.

1. Population One parents had to fight to place their children

at LSS, whereas Population TWo parents were urged to place their

children there. This was due to the fact that Population TWo

children were, on average, more severely retarded and placed at LSS

before the deinstitutionalization movement began.

2. Population TWo children were visited significantly less

often %,an Population One children.

3. In looking at the inform,4_ and formal support networks

outside the institution, we saw that the greatest and most frequent

support came from the families themselves. Population One families

received more frequent help from their families than did Population

4. Regarding attitudes toward deinstitutionalization and its

impact, in general, mothers reported that community placement is, or

in the case of Population TWo, would be a positive change, especially

with regard to their children's relaticnsh.j.p with all members of the

family and with others. Population One mothers saw their children's

happiness as greatly improved. Population TWo mothers tended not to

be aole to anticipate this outcome, Parents whose children left LSS

after 1978 were more enthusiastic about their children's placempnt

than parents whose children were placed before 1978.

with regard to normalization ideology, we found that both

r7Toups supported the concepts of the developmental model,

-Ation and the least restrictive alternative. But with regard

.itutionalization, the two groups diverged, with Population
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One strongly in support and Population TWo somewhat opposed. However,

of the Population TWo parents whose children were actually now placed

Ln the community, five out of six were in favor of

deinstitutionalizacion.

The two groups of parents were identical in their view that

funding for comaunity facilities is neither secure nor permanent.

However, Population One parents did believe that the services their

children needed were available in the comrunity. Population no)

parents were less confident in community services and personnel.

5. In examining the main issues regarding opposition to

deinstitutionalization, the results from a survey conducted in 1979

by two parents whose child was at LSS at the time and the comments

from the interviews we conducted in 1984 and 1985 revealed that

many of the same concerns about deinstitutionalization are still

contributing to parental resistance.

Parents are still concerned that the closing of LSS and

unsuccessful community placement may leave them burdened with the

financial, physical and emotional care of their disabled children.

Aged parents still assume that there are only two alternatives: home

or institution. Not being able to care for their children, parents

fear their children will not have a secure and safe place to live

(after the parents are dead) if their children leave the institution.

Other parents were concerned about the lack of comaunity acceptance

of their children. However, parents whose children have had

successful placements in good programs in the community have

described their satisfaction Ln seeing their children improve in

skills, social development, and personal happiness.

18,9
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Chapter Nine

Summary and Analysis of the Findings

In ligt, of the findings presented in the preceding chapters,

it is possible to answer the questions posed in Chapter One. Before

doing so, it is necessary to reiterate the limitations of this

particular study. Cur results are based on a saaple of about 45

percent of those children who left one public residential institution

for mentally retarded people between 1970 and 1985. The experiences

of those children occurred in a small, primarily rural state with a

service delivery system that was developed only during the later

years of this tiae period. A, unique public financing system that

relies heavily on local taxes and very little on state or federal

funds has created the economic context for the deinstitutionalization

Process in this particular state.

On the other hand, there have been some important similarities

in the experiences of these children coapered with those of children

in other states. The historical patterns of institutional care and

subsequent deinstitutionalization have almost directly mirrored

patterns elsewhere. The history of polic.y aaking, litigation, and

service development in New Hampshire have also reflected patterns

in most other states. If anything, the relative lateness of program

developaent in New Hampshire has led to a more rapid implementation

of comaunity based services and a greater fiscal commitnent on the

9art of the state than has been the case in other areas. The changes

have been dramatic and not solely due to the pressure of litigation.

A small but influential group of parents of children living at the

State School, effective professional advocates, and progressive

(-)



administrators and policy makers coalesced in the 1970s to create the

changes that this rcport docunents. It is, therefore, not possible

to nake sweeping generalizations from cur data to experiences in

other states. But in situations with historical, economic, and

sccial circumstances similar to those in New Hampshire, there are

clearly lessons to be drawn.

This report began with an historical overview of institutional

and comnunity based care in the United States and New Harrpshire

specifically. After a century or more of reliance on institutional

cares first for the benefit of the individual and later for the

benefit of scciety, a revolution in mental health and mental

retardation practicns occurred. B ginning in the 1960s, there was

growing evidence, increasingly accepted by policy makers, parents,

and professional service providers, that residential institutions

were incapable of providing adequate treatment and were inherently

restrictive environments in which to live. BY 1970, when the

population of residential institutions was at Its peak, the

alternative of institutional placement was beginning to be

eliminated. In New Hampshire, children were no longer readily

accepted at the State School, and the annual number of discharges

began for the first tiue to exceed the number of admissions.

In the early years of this revolution, children were discharged

who were mildly disabled. These children most often went back to

live with their matural families and attended a special school with

other hamdicappe4 children. A significant nurber of the children who

left in the early Fart of the decade did not attend school at all,

1 9



176

because there were no legal mandates that they do so and because

local public schools %ere not capable of meeting their special needs.

In more recent years, the children who have left the institution have

been more likely to have significant and multiple impairments, and

the/ have been less likely to return to their own families for care.

Due in part to the implementation of statutory mandates and judicial

-.%ders, and in part to improved treatment technologies and increased

public funding, these severely disabled children have been more

likely to attend school in their local communities and to receive the

services necessary to enable them to more fully participate in normal

society.

These trends in New Hampshire are similar to trends in the

few other regions that have documented the experiences of

deinstitutionalized children. In general, there has been very

little analysis of children's experiences when they are moved f--at

an institution Into the community. 4*. know much more about the

circumstances faced by adults than we do about those faced by

children. Without the availability of a larger data base to make

comparisons, we cannot claim that our findings are representative

of the experiences of deinstitutionalized children in other places.

We hope that others will raise qpestions similar to those explored

in the present study so that :..uch a comparative data base can emerge

to guide future policy making efforts.
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Characteristics of Those Children Who Left and Those Who Stayed

In examining the physical, social, and intellectual

characteristics of the children who left the State School before they

became adults, it was clear that they differed in several significant

ways from those children who remained at the School. In general, the

children who left (Population One) were less severely intellectually

and physically impaired than their age peers who remained (Population

TWo). At the tiue of admission, there %ere more severely and

profoundly retarded children in Population Two than in Population

One. Although children in both groups %ere admitted to the State

School at roughly the same age (about eight years old), those in

Population One left after an average residency of five and one-half

years while those in Population TWo who eventually left as adults

did so after an average stay of almost 14 years.

The two groups also differed in areas important for social

interaction such as the ability to speak, the ability to respond

to other people in the immediate environment, the presence of

inappropriate stereotypdcal behaviors, and the ability to read and

write. Children who were less impaired in all of these areas were

more likely to return to their houe communities. Those who stayed

were also more likely to have one or more major medical conditions

that required frequent attention. Characteristics that appear not to

differentiate those who left from those who stayed include sex, the

Ability to walk independently, the ability to dress, feed, and toilet

independently, the level of frequent aggression, and the presence of

cerebral palsy or severe vision and hearing impairuents.
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These similarities and differences lead us to the conclusion

that factors related to social interaction are more powerful

predictors for comaunity placement than factors related to

independent functioning. In other words, children who can get along

with others and comaunicate effectively are more likely to leave an

institution than those who cannot do these things. EVen if a child

requires a great deal of assistance in the basic areas of dressing,

feeding, and toileting, he or she will leave the institution sooner

if he or she is relatively socially adept. (See the case histories

of Kerry Gagnon and Daniel Martin regarding this contrast.)

Children who left the State School in more recent years were

significantly more handicapped than those who left in earlier years.

In the period from 1979 to 1985, 70.3 percent of the children who

left were profoundly mentally retarded. This was a 300 percent

Increase over the proportion of profoundly retarded children who left

between 1970 and 1976. Over 70 percent of those who left from 1982

to 1985 had at least one major medical problem. Over 80 percent had

no intelligible speech. ale-half could not move about independently.

In general, the children who left the State School and institutions

in other states were more severely impaired than the adults who left

during this time period.

These data iadicate that by the early 1980s, degree of severity

of a child's handicapping condition was not a major factor in whether

or not that child left the institution. Although Population One was

less impaired than Population TWo taken as a whole over the 15 year

period, these differences tended to fade in recent years. EVen the
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most severely physically and intellectually impaired children were

leaving the institution in the years after the 1981 federal court

order. However, social and emotional disturbances continued to act

as barriers to comnunity placement in this later period.

Family Characteristics

The family circumstances for these two groups also differed.

Children who left the State School were more likely to have cone

from lower income families with less formal education. However, the

families of both groups of children were upwardly mobil in teras of

job status during the period of their children's residence. Those

families who initially held lower status jobs experienced the

greatest amount of upward mobility. In general, both sets of

families belonged to lower and middle income groups. Almost no

upper-mdddle or upper income families were represented in the samples.

The two groups of families were also similar with regard to size,

with most families consisting of two parents and four children.

Of 58 families for whom data were available in Population One,

12 (20.7%) had more than one developmentally disabled child, an

extremely high proportion.

When the children in both populations were initially placed at

the State School, the vast majority were living with their natural

families, although those children who did not eventually leave

before becoming adults were almost twice as likely to have come

from a foster family.

These findings are consistent with earlier research into the

socioeconomic backgrounds of institutionalized people. It is to be
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expected that lower income families whose disabled children are

placed outside of the home rely on public facilities. And,

consistent with the work of Farber (1959, 1968), it is to be expected

that low socioeconomic status families are more likely to accept

their children back into their homes after a period of institutional

residency. Farber's explanation for this finding is that lower

income families view the presence of a disabled child as only one of

a series of difficulties with which they aust cope. Middle and upper

income families are more apt to view the child's presence as an

obstacle to economic advanceaent and as a singular crisis with major

consequences.

Other data indicate that families of Population One were more

likely to remain ha contact with their children during the period

of residency, either through visits to the School or by bringing

the child home for brief stays. There appears to be less of a

"rejection" of the children in Population Cne. Again, this is

consistent with the notion that lower incom families make

adjustments in order to cope with one more problem rather than taking

what Population TWo families may view as permanent steps to eliminate

the problem. This argument should not be construed as a condemnation

of Population Two families. Their children were more severely

handicapped to begin with, and they were encouraged from several

scurces to initially place their children at LSS. These would be

important factors in the subsequent decision to have the child

leave the institution. It could also be argued that Population Two

families, with more education and more firancial rescurces (and,
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therefore, with more perceived clout), were more successful in

resisting pressure from State School staff and community care

managers to place their children out of the institution.

Population One families may have been less articulate and less

able to control the decision making process when their children

were identified as candidates for community placement.

The upward mobility experienced by both sets of families is

interesting, and may simply reflect the generally improved economic

conditions of most families over the past 15 years. However, a

question arises concerning the economic benefits that may be

experienced by families that choose to place their children in a

public residential facility. If there is a percepticn that

institational placement is of economic value to families, they

may continue to advocate for institutional care.

Reasons for Adrlission to the State School

The primary reason for admdssion of a child to the institution

was extreme behavior leading to an inability of the child's mother

to continue to provide care. Overall family stress and the lack of

alternative living arrangements and local school programs were also

commonly cited reasons for both sets of families. Population One

children had significantly more behavior problems leading to

admission, and these children were also significantly more likely

to have been abused or neglected prior to admission.
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These findings are related to the respective groups' diagnoses.

The Population One children were more intellectually intact, more

verbal, and more social. Thus, they were more capable of causing

behavioral control problems for their parents. These prdblems

occasionally led to abuse and often led to the decision to

institutionalize the child. The lack of respite care for these

disruptive children may havE also led to institutional pdacement.

Although few parents cited this as a primary reason for seeking

admdssion for their children, several parents comented in other

contexts about this problem. The State School offered some respite

care in the early and mid-1970s, but it was limited to a single 30-day

period once a year. Shorter stays several times a year were not an

option. Parentsviewed this as not meeting their needs, and usually

chose not to take advantage of it.

The reasons for placement expressed by perents in our study echo

those reasons given by parents in similar investigations. In the

Search and Find project conducted by the Division of Mental Health

and Developtental Services in New Hampshire in 1979, a review of 41

admdssions led to the following conclusion:

The management of maladaptive behaviors coupled with
other life management needs puts severe stress on
families amd service agencies that are not necessarily
well eguippe5 to deal with the problem. Family and
service agenoies are lacking the skills and resources
to deal with behavioral crises and/or life management
problems of a severe and/or long term nature. These
probleus wear down families and staff who after lengthy
efforts, sipply feel that the institution is the only
solution. Unfortunately, the only alternative is the
institution and unless [the child is] placed in an ICF
unit, little behavioral training is available. (Action
for Independence, 1980, p. 121) .
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The fact that these stresses have been so thoroughly documented has

had distressingly little effect on social policies which require

families to maintain their ch'ildren at home. The removal of

institutional care as an option for families has intensified the

need for family support through respite care and other means, but

these needs remain largely unmet.

Region of Origin and Placement

We determined the region of the state in which members of

the two populations lived at the tine of admission. We did not

specifically determine the region into which the children in

Population Cne were placed, but in general such placerents returned

children to their "region of origin." Children from, Population One

care from urban, southern, and central comnanities such as Laconia,

Plaistow, Derry, Manchester, and Salem. These happen to be the areas

in which pilot case management systems were establised in the late

1970s. It appears that the availability of comnunity case management

is associated with the increased probability that a resident would

leave the institution at an earlier age. Members of Population TWo

cane more often from northern, rural communities or those places in

which case management was established at a later point in time, such

as Littleton, Keene, and Nashua. The small numbers of children in

the two groups and their relative dispersal around the state preclude

definitive statements about the effect of geographic location on the

deinstitutionalization process.
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Residential Placements

When members of Population One left the State Schoca, they went

to live with their natural families (46.3%), in foster hones (17.9%),

in group hones (19.4%), or in other arrangements (16.4%). These

findings, which are based V.A the group as a whole over the 15-year

period, are comparable to findings from a similar study in

Massachusetts in the mid-1970s (Wyngaarden & Gollay, 1976) and quite

different from a more recent Massa2husetts study, in which only 6.6

percent of the children returned to their natural families and the

remainder lived in foster care or group homes (Seltzer & Krauss,

1984). Only two of the New Hampshire children went to adoptive

homes. In general, adoptive and foster homes were underutilized

in this sample. This finding is a cause for concern given that many

experts in the field of developmental disabilities view group homes

as less desirable alternatives than adoption, foster care, or natural

family pdacement (Roos, 1978).

The type of placerrent did change aver time. In more recent

years, fewer children went to live with their natural families

(3 out of 31 placed after 1978). Hut there was no increase in the

use of foster or adoptive care. Group homes became the predominant

placement option over time.

The size of the residences hato which children were placed

ranged from 4 to 6 residents for half the sample to 7 to 10 residents

for one-quarter of the sample. Discharged children generally went to

live in smaller residences than was the case for the sanple of 119

children and adults included in the 1979 Search and Find survey. In
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later years (after 1978), children were more likely to be placed in

group facilities with more than six residents. In the years before

1978, placement was more often in smaller residences with six or

fewer people. This, in more recent years there has been greater

reliance on out-of-home care in relatively large group homes.

If a child was placed in a.group facility, it was equally

probable that he or she would live only with other children or with

a mixed group of children and adults. Very few children went to

live in adult-only facilities.

Stpbility otResidential Placement

As a whole, children lived in their community residences,

whether they were family homes, group homes, or other institutions,

for three to four year periods. This average is somewhat longer than

we expected. Given the behavioral and educational difficulties that

many of these children manifest, we thought that they would move

around more frequently. Although this average length of stay shows

relative stability in residential placements, a closer lock at

individual situations reveals some cause for concern. One-half of

all the initial placements lasted less than one year.

Almost one-third (31.3%) of the initial placements failed in

the sense that these children returned to the State School. As in

the original admission to the School, the reason for placement failure

was very often (65% of the returns) due to extreme behavior problems.

Most of the returns to LSS (60%) were initiated by the chill's

parents, whether or not the child was actually living at home. If

2 0
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a child returned to the School after an initial period of community

living, he or she was likely to stay there for a period of one and

one-half years. Again, we can detect important historical changes at

work, in that almost all of these failed conuunity placements occurrea

before 1976. Since 1979, only two of the children in our sample

returned to the School.

One-half of the children lived in more than one comaunity

placement after they left the State School and before they became

adults. Just over one-quarter of the children had more than two

comnunity placements. Less than one-tenth of the sample had more

than three placements. If a child experienced more than one

comnunity placement, it was less likely that he or she would be

returned to the State School. It seems that changes in community

placeaents acted as an alternative to reinstitutionalization.

We also found that changes in comuunity placements were likely

to be in the direction of group homes, away from natural families.

In more recent years (since 1982), no children have either left the

institution to live with their natural families or moved from an out-

of-home placement in the community back into their family homes.

One of the central questions of this study had to do with

the direction of movement as children left the institution and

subsequently lived in one or more community settings. We assume

that the institution is the most restrictive environaent available,

and that natural family homes are the least restrictive (from the

child's perspective), with adoptive homes, foster homes, group homes,

and small regional institutions completing the continuum of
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"restrictiveness," in that order. Given this sinplified model of

restrictiveness, we could say that in the later historical period

and as children moved from one placement to another, they were more

likely to live in relatively more restrictive environments. However,

this generalization must be qualified by emphasizing that the return

rate to LSS decreased markedly over time, and alternative community

living arrangements were being developed that offered options to

families so they would not have to bear the primary burden of caring

for their disabled children. In addition, children who left LSS in

later years were more severely impaired than those who left earlier.

Restrictiveness must be viewed not only from the child's point

of view, but also from the family's. If the presence of a severely

disabled child prevents family members from continuing their own .

development, and interferes with economic and social stability

within the family system, then placement ha the natural family is

a restrictive option for some families.

One option that would help to resolve this dilemma would be

greater availability of adoptive and foster care. Such an

arrangement would be relatively less restrictive for the child, when

compared to group homes with six or more residents (as was the case

in later years) or other institutional settings such as residential

schools or nursing homes. The natural family would be relieved of

the burden of caring for their handicapped child, but could maintain

close contact with their child if he or she were hn a family-like

setting nearby. Properly sdbsidized and supported sUbstitute family

care has not been available or utilized for our sample and for other

children and families hn similar circumstances.
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Services Received During Community Placement

Once children left the State School to live In a comnunity

setting, they received a variety of medical, therapeutic,

habilitative, and social services. During the initial community

placement, over half the sample received (in the order of frequency)

transportation, medical diagnoses, public welfare assistance,

recreation, speech and language therapy, and case management. LESS

than one-quarter of the sample received specialized medical care such

as dietary intervention, surgery, and dental care, respite care, and

special vocational programs such as participation in a sheltered

workshop or work activity center. Needs that are probably universal

that were least likely to be addressed were dental care (provided to

only 14.2% of the sample) and respite care (provided to only 20.7%

of the families in the sample). There were no significant changes

in the frequency of service provisions if a child moved from one

community placement to another.

Parents rarely were required to pay for these specialized

services. Nhen parents did pay, it was for diagnostic services,

psychotropic medication, surgery, and dental care. A snell number

of parents also paid for respite care, when it was available. One

explanation for the low use of dental care may be Chat it was the

least subsidized service, with over half of the parents who used

it having to pay for it out of their own pockets or with private

insurance. It should also be noted that parents whose children moved

to a second or third community placement were much less likely to pay
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for medical or other services. For example, no parents had to pay

for dental or respite services during the second or later community

placements.

Two "generic" services that were used frequently by children

were recreation (used by 60.3% of the sample during the first

community pelcement) and transportation (used by 74.6% of the sample

during the first community placement). It appears that these

services are relatively well established and are available to a

large oortion of deinstitutionalized children.

On the other hand, vocational training opportunities were

relatively rare. Only 28.6 percent of the sample received

prevocational training during the first comnunity placement; this

increased to 39.3 percent of children who went to a second placement.

librk activity programs and sheltered workshops were u.slcgd by one-tenth

to one-fifth of the sample, respectively. Given that the average age

of the children at placement was 13 years, with many of the children

in their mid- to late teens, it would seem that prevocational and

vocational training opportunities would be important parts of the

treatment plan.

Another important service is case management. Only about one-

half (52.4%) of the children were provided case management during the

first community placement. This improved slightly (to 60.7%) during

second community placements. Given the central role in the placement

and treatment process played by case managers, these levels can be

regarded as less than adequate. This fioding may be related to the

relatively high return rate experienced by children during the first

2
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community placement. With no one professional responsible for

procuring and monitoring appropriate services, the likelihood of a

failed placement wcmld increase. Although public schools are not

mandated to provide case management per se, and the decision by area

agencies to provide case management to children is a local option,

there seems to be a professional consensus that case management is

the glue that holds an individual child's treatment plan together.

Like other variables in this shady, this ane is also subject to

historical factors. Prior to 1973, there were almost no formal case

management services available. By 1985, they were available on a

universal basis to developmentally disabled adults and on a less than

universal basis to children. We found that all children in our sample

placed out of the institution since 1981 have been assigned a case

manager.

In fact, several important services increased in their

availability over tine. Comparing the pre-1979 placements with those

that occurred in 1979 or later, we found significant increases in the

provisian of psychotropic medication, occupational therapy, speech

therapy, physical therapy, and case management. Again, these

findings must be considered in light of the fact that more severely

handicapped children were being discharged in the later years.

Greater use of services may also be related to greater availability

of case management, as one of the functions of this service is to

assure that the other needed services are obtained. In any case,

there is clect-lrly a relationship between the increased availability of

services and the historical period in which pdacement occurred. And
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the critical historical factors that would play a role here are the

implementation of federal and state service mandates in 1978 and the

issuance of the federal district court order in 1981.

Educational Placements

TyPe and Stability of Educational Placement

When children left the State School, they usually were

initially placed in a special non-residential school for handicapped

children or a self-contained classroom in a regular school. However,

a significant portion of children (22.4%) were not placed in any

school after leaving LSS. Fewer children changed educational

placements than changed residential placements, although 41.8%

changed educational placements at least once and 17.9% changed

placements at least twice. As children changed educational settings,

they were more likely to be placed in self-contained classrooms

in regular schools and less likely to continue in non-residential

special schools. Very few children received their education in

regular classrooms, special residential schools, at LSS during the

day, at home, or in other residential institutions.

During the first comaunity placement, most children attended

school in their local communities. Cver half (61.5%) ci the children

attended public schools in their home districts, while the remainder

(38.5%) were assigned to private schools or other public schools

outside of their home districts.



192

The length of educational placements averaged 2.2 years in the

first placenent, 2.9 years in the second placement, and 3.8 years in

the third placement. As with residential placements, the.individual

variation in length of stay was considerable, with aluost half of the

initial placements lasting less than one year. Children who changed

educational placenents tended to stay in those subsequent placeuents

for longer periods of tine. The relatively shorter length of stay

in educational vs. residential pdacenents is probably due to the fact

that an appropriate educational program was sought only after a

residential placement had been arranged.

In addition to the services described in the previous section,

we also as, sed school-based services such as vocational special

education and training in self-help skills (also known as -activities

of daily living [Pa]). We found similar patterns here with respect

to school-based vocational training, in that only about 1() percent

of children who attended school received any vocational special

education. Cr' a more positive note, about two-thirds of children

in school received AOC training.

When children changed educational placements, it was most often

due to extreae behavioral prdblems, changes in the child's residential

placement, growing too old for a program, or a desire to place the

child in a more socially integrated setting. Unlike parents' roles

in residential changes, perents rarely initiated changes in their

children's educational placenents. They more often played a passive

role of approving a change in placement but not questioning its value

or appropriateness for their children. This passive role is
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manifested in the fact that only one due process hearing occurred for

the members of our sample. In light of the severe behavioral needs

of the children and the relative scarcity of school services for

this population, we expected more frequent formal disputes between

school districts and parents. This low level of dispute may be

related to a low level of expectations on the part of parents. Prior

to 1978, there were no due process protections for children and their

parents in the educational decision making process. After 1978,

protections were available, but children were less likely to live

with their natural parents, reducing the probability that a formal

conplaint about a child's schooling would be registered. A

ccunterargument would be that the schools were prcviding an

appropriate program, but the data availdble from the AGH study

does not support that notion.

Historical Changes

The major trends associated with tine were that (1) there were

significantly fewer incidences in which a child received no

educational program after comnunity placement, and (2) children were

more likely to receive educational services in their local districts.

For exarriple, during the years 1970-1972, almost half (47.8%) of the

children who left LSS were not assigned to any school. By the 1976-

1978 period, that proportion was down to 14.3 percent. In the most

recent cohort (1982-1985), all children %ere placed in an educational

program after leaving the institution. Likewise, during the earliest
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cohort, half of the children who attended school did so in an out-of-

district placement. In the middle cohort, one-third of the children

were in such placements. And in the most recent cohort, only one-

quarter of the children attended school outside of their local

districts. This is particularly important considering that the

children in this most recent cohort were significantly more severely

impaired than those in preceddng years.

However, there were no significant differences in the type of

educational placements (segregated school, self-contained classroom,

ebc.) over time. This leads us to the conclusion that at one level

the degree of restrictiveness decreased over the 15 year period.

That is, children were more likeay to attend school, and to do so

in their local comnunities. At another level, the degree of

restrictiveness could be said not to have changed in that

opportunities for social interaction with non-hamdicapped peers

did not increase. One of the central purposes of federal and state

special education mandates has been to assure that handicapped

children participate in integrated educational activities with non-

handicapped children. In general, this intent has not been achieved.

Although deinstitutionalized children are receiving a free public

edUcation, its appropriateness may be questioned in light of this

finding.

This conclusion is supported by the results of the study by

AGH Associates. In the Spring of 1985, the New Haapshire Special

Education Bureau contracted with AGH Associates to evaluate the

quality and appropriateness of the individual education plans (IEPs)
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developed for deinstitutionalized children attending local public and

private educational programs. In their review of 20 children's IEPs,

they found that the IEPs were either nonexistent (30 pnrcent of the

cases), or incomplete (up to 85 percent of the cases in which IEPs

existed). The IEPs did not establish the crucial link between the

child's assessed needs and the development of an appropriate

instructional plan. Services identified as necessary on the IEPs

were not being provided. Less than half of the children were in

pdblic school prograns (a lower proportion than we found in our

most recent cohort), and only one child had any opportunity for

interaction with non-handicapped children during the school day.

Related difficulties in program implementation included inadequate

medical care for the children, overuse of psychotropic medications,

inadequate planning for the transition from the State School to the

local program, and inadequate training and technical assistance for

local staff. These findings support our conclusion that the letter

of policies and court orders has been met in that children have

returned to their local communities and been placed in educational

programs, but the intent of these policies to provide appropriate

and socially integrated programming has not yet been achieved for

most deinstitutionalized children.

The Effects on Families of Deinstitutionalization

The ways in which families respond to the deinstitutionalization

ttocess depend upon the original circumstances of aimission, the
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experiences of the child and family during the period of

institutional residency, the severity of the child's handicapping

condition(s), the historical period in which both admdssion and

subsequent placement occurred, and the availability of formal and

informal support networks. In general, parents have had little say

with respect to the placement and treatment process. Professionals

and policy nakers have determined the type and locale of services,

and parents have had to adjust to those decisions. During the 15

year period of deinstitutionalization documented in this report,

parents have been faced with rapidly changing assumptions and

policies relative to the care of their handicapped children. What

is renarkable is the ability of parents to accept these changes, see

their intended benefits, and sustain an essential faith in their own

children's development and in the capacity of professionals to make

good judgments.

At the time of admission to the State School, parents received

strong encouragement from physicians, psychologists, and social

workers to place their children out of the home. Not only did these

professionals view this option as in the child's best interc,sts,

they also felt such a decision was necessary to preserve the family's

well-being. Mothers in particular were viewed as at risk for serious

emotional and physical illness if their disabled child remained at

home. Both mothers and fathers agreed with this view, stating at

the time of almission that continued care for the children at home would

lead to exhaustion, depression, and neglect of other family members.
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Parents from the two research populations faced somewhat

different circunstances at the time of admission. The average year

of admission for children in Population One was 1970; for Population

Two the average year of admission was 1965. For the latter group,

institutional placement was seen as an acceptable, comnon practice.

Admission was relatively easy, although waiting lists meant either

sate delay in the process or use of alternative temporary facilities

such as the state psychiatric hospital. The placement was expected

to be either long term or permanent.

For Population One parents, admission was not so easy or

acceptable. By 1970, in an effort to discourage parents from

choosing this option, the State School was no longer maintaining

waiting lists. The requirements for admission were becoming more

stringent, and the possibility of the child's subsequent return to

the family was made explicit. The state adopted a specific policy

to reduce child admissions and begin returning children to their

local comnunities. Thus, families seeking institutional placement

in this later era were swimming against the tide. However, local

educational and residential services were still a long way from

becoming established. Thus, the two-option system (home or the

institution) was still in place, but parents were being told

implicitly and explicitly that institutional placement was no

longer the best possible choice.

This initial difference in the historical circumstances of

admission had other consequences. Once the placement occurred,

Population TWo parents were significantly less likely to maintain
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contact with their children through visits to LSS or by bringing the

children home for brief periods. And, given the way we defined the

two populations, children ha this group remained at the hastitution

for much logner periods of time (an average of aver 14 years for

those who eventually left).

Both sets of parents were initially opposed to the possibility

of their own children's ccumunity placement and to the

deinstitutionalization of mentally retarded people in general.

However, parents whose children left the State School tended to

change their views significantly. After a period of community

living, parents of deinstitutionalized children expressed much more

support for both the general concept and for its application to their

own children. They believed that their children were happier and

that thedr own families had not been adversely affected by the

placement. Parents whose children left LSS after 1978 were clearly

more enthusiastic about community placement than parents whose

children left in earlier years, reflecting a belief on the part of

parents that the service delivery system had indeed inproved over the

years.

Parents whose children left the institution generally believed

that there were adequate community services available. Parents whose

children remained at LSS were more skeptical about the availability

of such serivces. Neither group was confident that funding for

community services would continue for the long-term future.

This lack of confidence was clear in the remarks made by parents
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concerning their inability to care for their children if comnunity

facilities were to be closed, the effect their own aging would have

on their ability to care for their children, and the lack of

community wceptance of their disabled children. These anxieties

were balanced by the immediate satisfactions described by parents

who saw their children acquire new skills, become more independent,

and enjoy life in the community.

Corr lusions

These findings concsrning children who left the institution

during a time of significant change in social policies, children who

remained at the institution during this period, and the families of

these two groups of children allow us to draw some conclusions about

the effects of social policies on severely handicapped children.

We offer the following statements based on the results of cur

investigations:

1. The population of children living at the State School has

declined from about 350 to almost zero in the past 15 years.

2. In the early years of the deinstitutionalization movement,

a significant portion (almost onethird) of children's

community placements failed. But no child viuo left LSS

in the past three years has had to return to the school.

3. EVen the most profoundly handicapped children have had

opportunities to reLurn to their home comnunities.
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4. In recent years, children have been less likely to return to

their families and more likely to live in sone other out-of-

home arrangement, often with six or more other disabled people.

5. In recent years, children have been more likely to attend

schoca after leaving the institution, and that schoca is more

likely to be a pUblic one located in the child's hone community.

6. Children either stay in the initial residential and educational

placement after leaving the Institution, or change placenents

only once or twice (tintil they become adults, that is).

7. If a child changes his or her educational or residential place-

ment, the frequercy of such change is limited to once every two

to three years, on the average. The most common reason for

either returning to LSS or changing placements is extreme

behavior difficulties.

8. Parents have often been the ones to Initiate changes in

residential placements, but rarely are invcaved in changes

in educational placements.

9. Parents have had to pay for relatively few of the services

required by their deinstitutionalized children, with the

major exception being in the area of medical and dental care.

10. Educational and related services have becone more available

in recent years, especially since the implementation of

federal and state special education mandates in 1978 and the

issuarce of the federal court order in 1981.

216



201

11. There are still few social supports foL families with severely

handicapped children. Counseling and respite care are

particularly rare.

12. Parents' attitudes toward the deinstitutionalization of their

children have become considerably more positive as a result

of witnessing the benefits of community-based care. However,

they remain anxious concerning the permanence of this care.

13. Social poliJies that relied solely on institutional care, and

more recent changes in those policies that encourage community

care, have been themselves sources of pain and stress for

parents. Changes in policies have occasionally exacerbated

rather than ameliorated the pain and stress associated with

having a handicapped child. However, when such changes lead

to real improvement in the services received by their children,

and to positive changes in their children's developaent,

parents seem wdlling to overlook the past pain and work hard

and cooperatively toward future gains.

14. Litigation based on legislative mandates may be a more powerful

impetus for reform than legislative mandates alone. Although

we detected significant changes in the experiences of

deinstitutionalized children after the implementation of

PL 94-142 in 1978, we observed even clearer improvements after

1981, when the court order was issued as a result of a law suit

against the institution and the state. These improvements were

noticeable in spite of the fact that the children who left LSS

in this most recent period had more complex and difficult needs

than those who left in earlier periods.
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15. The Latent of social pcaicies, and the regulatory and judicial

fallout from those policies, has not been fully achieved.

Although tremendous changes have occurred, issues of full social

integration, the appropriateness and accessibility of services,

and the creation of truly family-like living arrangements

remain to be resolved.

All this means that the deinstitutionalization of childrei .

has been enough of a success to justify its full continuation.

Its flaws are rapairable, in light of the evidence presented Y

that improvements in policies and practices are possible. Furt ar

improvements will depend on a full commitment from policy makers,

professionals, and parents. Calls for the renaissance of

institutional models of care are premabare, not founded on empirical

evidence, and rooted in political considerations rather than a

commitment to the full development of all people. We can say that

"deinstitutionalization" has occurred successfully, but the broader

goal of full social integration, referred to as "communitization,"

has not been fully achieved. Given the correlation betueen social

policy reform and improved outcomes for children and their families

documented in this report, it is evident that continued efforts will

yield continued inprevements.
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Chapter Ten

Social Policy Pecomaendations

The ultimate purpose of our investigation of the consequences of

deinstitutionalization has been to assess the success of social policies

affecting handicapped children and their families. Because one of the

mostsignificant and sensitive areas of recent social policy has been the

shift in locus of services from hmstitutions to ccmnunity-based

facilities, the reintegration of previously institutionalized children

has provided one measure of that success.

As we indicated in the previous chapter, there is a good deal of

evidence that the social policies that evolved in the 1970's have

succeeded. However, lessons learned in similar social policy arenas

cannot be ignored. In the late su-ner of 1985, the American Psychiatric

Association declared the deinstitutional.1ation of people with

psychiatric disorders a "major societal tragedy" and a "disastrous"

failure (Ntw Zuk Tigr-, September 13, 1985). The almost total absence

of adequate community support services for this population led to as much

exploitation and Owelopmental harm outside of Institutions as had

occurred previously inside them. There is a real danger that the

judgement that deinstituttonalization of psychiatric patients has failed

will be . eneralized to the expeziences of people with mental retandation.

The recomrendations ffered here are an attempt to prevent such

generalizations and 3 advance the process of comnunitization of people

with mental retardation so that both the intent as well as the letter of

laws and court orders may be achieved. Our recomnendations are as follows:
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1. Develop State-wide Longibadinal Management Informatisterm for

Pravicugly Znstitutionalized Individuals

Cne of the most glaring problems that emerged in the early stages

of the research project was the lack of centralized data on previous

residents of Laconia State School. When we initially approached LSS

admdnistrative staff to learn the potential size of the research

population, we uere told by various people that the number of children

who had been discharged since 1970 was somewhere between "a handful" and

200. When we sougbt the assistance of the Division of Mental Health and

Developmental Services in locating potential subjects currently in the

community-based service system, we learned that the state-level

management information system was incapable of such a task. When we

approached local service providers (primarily case managers), we found

that local data bases wyre not well developed and the manual process

of identifl.:ng ex-residents of LSS would be quite burdensome.

There are valid reasons to be very cautious in the development of

centralized data bases on specific groups of citizens. Our perspective

as social scientists creates a bias in favor of such information because

it makes the research task that much easier and the data more valid.

But there are other, more justifiable reasons for such a data base.

The question of under what conditions and how to care for people with

developmental disabilities has never been fully resolved in the United

States. The cyclical nature of the history of the care and treatmnt

of such individuals indicates that this is a policy area frought with

uncertainties. Changing values, econcmdc conditions, political

ideologies, and treatment technologies have led to changes (not always
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advances) in social policies. Although we recognize that longiticlinal

databases will not (and should not) become the sole source of decision

making in this field, decision making in the complete absence of

empirical information cannot be justified.

The danger of intrusive information systems can be counterbalanced

by careful mair'e'i;nence and protections that assure that the privacy of

individual citizens .Ls not violated. Research branches located within

state agencies can collect and maintain such longitudinal data, as has

been the case in New York over the past several years. Disclosure of

personally identifiable information outside of that system can be limited

in appropriate ways. But there must be some mechanism for learning how

either static or changing social policies affect the people they are

intended to help. Without such knowledge, decisions are made in the dark

and are too easily controlled by the forces of politir.;a1 expediency and

ideology.

2. Qrgate Mechallisms to Bap Fandlies Make_Informed Decisions

JUst as policy makers need accurate data in order to make goad

decisions, family members, particularly parents, need complete and

accurate information in order to know best how to meet the extraordinary

needs of their disabled members. This report has illustrated the

pressure faced by many families whose children placed extreme demands on

mothel:s, fathers, and other family members. Until quite recently, and

continuing to some degree in the present, parents viewed their options

as twofold. Either keep a severely disabled child at home or place

the child in a public residential institution. In the absence of any

incentives to keep the child at home (other than personal commitments
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to meet one's obligation as a parent), parents felt coerced into

institutional placement.

Since the early 1970s, and particularly since Judge Devine's court

order in 1981, institutional placement has not been an option for

families. At the same time, community-based options have been limited

primarily to adult group homes and small non-public institutions. Other

alternatives such as adoption, temporary or permanent baster placement,

long-term respite care, or supervised semi-independent living

arrangements have begun to be developed, but their availability has

not been made known to parents. In addition, the use of preventive

and habilitative services such as early intervention programs, local

school-based special education, vocational training, and school-to-

work transition support is becoming increasingly available.

These short-term and long-term alternatives to institutional care

and full-time home care must be made known to parents and to the people

who help parents decide what to do about caring for a severely disabled

child. Parents have a right to be fully informed about what is

available, and their choice of some of these options will serve to

stimulate the further expansion of appropriate alternatives.

3. auzxzrt_.2.taigarsgnd__Pr..ixos_BiDEcl_at_t,he_EraLen.tis2aat

katitUtinrzAtiga
There are several ways to reduce dependency on the option of

institutional care, which is a goal we endorse for both humane and

empirical reasons. One of the ways, documented in this report, is to

enact and enforce social policies that treat institutional care as a last

resort. As we said in Chapter Nine, those social policies are in place
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and are having some meazore of success. The major constraint on the

success of these policies i3 lack of full funding up to authorization

levWs. Neither the federal nor state legislatures have appropriated

t.lciugh money to fulfill the commitments articulated in special education

mandates (see Chapter TWo). At the state level, one step that could

reduce dependency on institutional care or other forme of out-of-district

placement would be to provide full qppropriation for the Catastrophic Aid

program. This would create a major incentive to local school districts

to maintain severely and multiply handicapped children in their own

schools.

Another approach to preventing institutionalization is to determine

the historical reasons for Institutional placement and then try to

respond to those reasons. There seem to be two reasons for placement

that may be responsive to social policy.

The first is the lack of conmunity-based support for families with

children who require extraordinary care. As this is a large and complex

area of discussion, we will address it in detail in a separate section

below.

The second reason is related to the characteristics of the

particular child. This study, like others, found that extreme behavior

difficulties are a more prevalent cause of-institutionalization than

extreme medical needs. It is also true that behavior difficulties are

likely to be the cause of subsequent changes in cc,---Ivnity placements or

return to the institution. Cne of the popular rationales offered for

continued use of institutions is that there are some children who are so

medically fragile that they cannot remain at home or in other comminity
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settings near their famdlies. This rationale is not supported in the

present study. When parents were asked why they made the initial

decision to seek placenent at the Institution, problens with behavior

were mentioned much more frequently than medical concerns.

This implies that assistance to families mist emphasize behavioral

management techniques. Although a small number of children will also

require nursing attention, the greater portion of children at risk for

out of home placement require a variety of behavioral control approaches.

This might include live-in assistance similar to the personal care

attendants used by physically disabled peopae. As well, unrestricted use

of respite care can relieve families of the constant burden of dealing

with unpredictable, bizarre, or aggressive behaviors. Conservative and

carefully monitored use of psychotropic medications can also provide some

relief for both the famdly and the individual.

4. createJncentiveg and Fully Enforce Puliciea That Lea3 to Increased

- II 2. 1'1.: -.Al' I 1!

The historical trends evident in New Hampshire indicate increased

physical proximity of handicapped children to non-handicapped peers and

adults. Children live and attend school in closer proximity to normal

society than they did at the beginning of the 1970s. But their

particular school and living environrents still remain out of the

mainstream. Children tend not tb live in natural family settings

(including adoptive or foster care) nor do they spend much tine each day

with people who are not disabled. While the institutional population of

children has been dispersed to comnunity settings, it seems that even in

these local programs, handicapped children tend to be congegrated

together in relatively isolated environments.
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There are numerous examples of successful community integration

of severely handicapped children. For example, the University of

Cohnecticut has provided leadership in assisting local high schools

to integrate severely handicapped children (some of whom once were

institutionalized) Into regular classrooms. Technologies have been

developed that address teaching appropriate social interwtion skills,

training teachers to accommodate the needs of severely disabled children,

preparing non-handicapped students to act as tutors of their disabled

classnates, and modifying aiministrative practices to incorporate a

broader range of children in public schools (see for example Certo,

Haring, & York, 1984).

In a related vein, a great deal of attention has been draem recently

to the role of high school curriculum in preparing handicapped youth to

move into the world of competitive employment and independent living.

Cur finding that special vocational education and on-the-job training

were rarely utilized indicates that there is still much work to be done

here. There are some existing models in New Hampshire (e.g., Portsmouth

High School) and the N.H. Developmental Disabilities Council has recently

assumed some leadership in the stimulation of "transitional" programs.

These efforts must be continued and expanded. Vocational training

programs (rather than sheltered workshops) provide natural and productive

opportunities for the integration of disabled youth and young adults.

The major barrier to successful school integration Ls neither

knowledge nor technique; it is public attitude and resistance from

pockets of uninformed aiministrators and teachers. These latter

constraints can be overcome through aggressive leadership from the state
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Department of Education and through training and technical assistance

to local schools. It is assumed that once professionals attitudes are

changed, and success is denonstrated in the schools, then public

attitudes and support will follow.

It should also be noted that there is no evidence that the role

of financial considerations is clearly understood. In general, school

administrators prefer to educate their severely handicapped pupils within

their own buildings rather than contracting with private vendors. This

preference is based on the perception that costs of local prograas are

lower and easier to monitor. But the cost of true integration, which

requires smaller class sizes, increased availdbility of therapists

working in classroom settings, some physical remodeling of school

buildings, and more training for regular and special teaohers may oftset

these savings. It cannot be argued that true integration is more or

less expensive than either institutional care or community-based care

that perpetuates social isolation. Thus the decision to provide full

integration must be based primarily on an assessment of handicapped

children's developaental needs and their legally protected right to

education in the least restrictive environment.

Integration in residential settings must also be aldressed. The

recent trend to place deinstitutionalized children in homes with six or

more residents is a cause for some concern. The large number of children

who lived at Laconia State School who had no ongoing contmt or legal

relationship with their parents indicates that this group is especially

vulnerable to social isolation and abridgement of their right to live in

mainstream society. Currently the provision of residential care for
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children who live outside of their natural homes is the responsibility

of the state and local adultoriented developmental disabilities service

delivery system. And the incentives for continuing care in natural

families or adoptive placement are minimal. There must be a two-edged

approach that 1) mandates that out of home placenents for children occur

in small residences (with no more than one or two other disabled peopae

present) and 2) supports natural and substitute families who choose to

care for severely disabled children in their own homes. This latter

policy issue will be addressed mare specifically in the next set of

recommndations.

5. Craate, matip1e...ADDrgadles_±,Qthe_oupsailliga_s2t

DeinatititionalizacUhildran.

There are two areas to be considered relative to supporting

families. The first is the design of supports aiued at families whose

children are in the process of moving from the institution back to their

local ccamunities. The second is the support of families whose children

live at home or closeby and who would be at risk for institutional

placement if adequate local supports were not available. The present

study casts some light on the former area, and raises scme questions

relative to the latter.

Most families have a strong desire to be intimately involved in

their children's institutional care and in any decision to move the child

out of the institution. In both the Daniel Martin and Kerry Gagnon case

studies included in this report, the role of parents (in this case

fathers) was clearly illustrated. Cn the one hand, parents may advocate

for both iuproved institutional care and discharia as soon as possible,
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even when their children have very severe behavioral and physical

difficulties. On the other hand, parents may view institutional care

as quite adequate and argue against community placement. Ironically,

in both situations we found institutional staff taking the opposing view.

This indicates the need for open and frequent comnunication between

pc...:ts and professionals concerning the immdiate services being

received by institutionalized children and the longer term plans for

placement. Specifically, there must be opportunities for:

1. Early and continuous involve:rent of parents in decisions affecting

treatment, placement, and long-termgoal setting for their children

2. Completely open access to a child's treatment program, including

unscheduled observations, frequent parent-staff conferences,

and awareness of the purposes and effects of specific treatment

approaches

3. Vlsits to proposed community placements and input as to their

potential value for their children and convenience for them as

they maintain close contact after the placement occurs

4. Personal comuunication with other parents whose children have been

through sinalar transitions to learn of possible pitfalls that will

be encountered and of ways to cope with the stress associated with

community placement

5. Ongoing imolvement in their children's program after placement has

occurred, including the awarding of complete or partial guardianship

to parents in the case of children over 18 who are legally

incoapetent (i.e., natural parents should always be the first

candidates considered if guardianship is being contemplated)
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Many of these recommendations are already in place. The Client Centered

Conference required for those who participate in the developnental

services system is a mechanism for incorporating parental involvement.

But our experience is that such a formal proceeding does not guarantee

that parents play a meaningful and equal role in the decision making

process.

The role of personal financial cost must also be assessed. Cne

approach would be to set a policy goal of making the location of care a

cost-neutral issue. In other words, the choice of in-home vs. out -of-

home care should lead to neither savings nor costs for families. If this

were the case, then placement decisions would be independent of family

financial constraints or goals. Upwardly mobile middle class families

should not be financially punished for having their children return home

(or remain at home in the first place), and lower income families should

not be forced to choose betueen meeting basic family needs or bringing

their disabled children home from the institution. To go a step further,

the range of out-of-hone options should also be cost-neutral. That

is, the use of adoptive or foster care, group hones, or residential

institutions should not present differential costs to families. Such

a policy principle would remove a good deal of the personal stress

associated with paacerent decisions.

Turning to the issue of supporting families whose children have

already returned home or whose children never lived at the institution

but who would be at risk for such placement, we find much has been sad

about this topic. Cne of the most recent and cogent analyses is provided

by the Human Services Research Institute (NTosta & Bradley, 1985). Six
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of their recemnendations (pp. 252-262) relate directly to this study.

These are:

1. Family support programs should be designed to empower families and

persons with developmental disabilities. This principle involves

recognizing families' commitments to caring for their own disabled

members, encouraging family independence from the formal service

system, and incorporating the views of the family and disabled

person as to the design and delivery of services.

2. Family support programs should provide families with multiple service

options. %Mist as individualized services are metdated for disabled

children and adults, services for families must be individually

designed to meet the unique needs of each family. The only way to

fulfill the goal of individualization is to make available an array

of services capable of responding to a variety of family

circumstances. At the core of this array must be accessible options

that allow families to care for their disabled children while still

meeting their other demands. Respite care is the most obvious and

underutilized component of such an array.

3. Family support programs should make greater use of cash programs.

If. an array of individualized services is available, then families

must be provided with the resources to independently make use of them.

The experience in several states has been that such cash assistance

programs, availdble on a near-universal basis to families with

severely handicapped children, are cost effective and responsive

to individual needs.
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4. Family support programs should make yreater use of options under

the Medicaid program. New Haupshire hag iapl.ated both the

Ccayunity Based Waiver Program and the Model Waiver Program, but

there remains much confusion about the use and effectiveness of these

approaches. The potential for major national reform of Medicaid

policy relative to the care of disabled children and adults is

unclear. Service providers and families must be fully informed about

the availability of these programs, and policy makers must seek to

implement more permanent solutions.

5. A national study should be undertaken to identify the social and

economic characteristics of families with menbers with developuental

disdailities and to estimate their numbers.

6. A study should be nade of sociological and denrgraphic trends related

to the family's caregiving capability. These Last two reconaendations

are clearly applicable to New Hampshire. They also are related to

the first set of policy recommendations in this chapter. In order

to serve families with disdaled children well, we need to know uhere

those families are, how they are currently coping, and what their

needs will be as their children grow older and move from one kind

of setting to another.

Caralais2/1

There is a danger in social policies affecting handicapped children

that their end result will be what Farber and Lewis (1975) refer to as

"progressive status quoism." Analyzing provisions for parent involvement

in the education of their children, Farber and Lewis call attention to

policies that require a central role for parents as tewhers and decision
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makers. Although such policies appear to be progressive and are

justitiable empirically, they have the potential to exonerate

professionals of responsibility for significant change in children.

If a child fails to benefit from an eiucational program in which his or

her parent plays a central role, then the blame for failure is at least

shared by, if not transfered completely to, the parent. Professionals

"give up" their power and influence by sharing them with parents, but

they also may give up a sense of culpability if their efforts do not

lead to desired outcomes. Thus the appearance of progressive policies

and practices is created, but the status quo that suppresses hmman

development Ls maintained.

The situtation described in thfo.s report may be analogous. That Ls,

social policies aimed at moving children from public institutions into

less restrictive community settings are viewed as progressive and

desirable. They reflect years of parent and professional advocacy and

strong empirical support for the ill effects of institutional care. Yet

the intent of these policiesIntegration of children with disabilities

in social and educational mainstreamshas not been fully achieved.

Fifteen years after the begianing of the deinstutionalization movement,

communitization remains an elusive goal. Some observers may question

whether we are practicing progressive status quoism if the consequences

of the social policies of the past decade have been to move children

from one environment to another without actually increasing the degree

to which they have become fully participating members of the community.

The resolve to transform deinstitutionalization into comnunitization has

not yet been fully demonstrated.
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This incomplete process has left children with severe handicapping

conditions and their parents caught in the middle. On the one hand, we

have virtually eliminated institutions as options for the placement of

developmentally disabled children. On the other hand, the option of

caring for children at home is limited by the lack of both formal and

informal support systems.for many families. Families still feel

tremendously burdened and are anxious about the pernanence of community-

based care. Children in public schools have minimal opportunities to

learn with and from their able-bodied peers. Necessary educational and

therapeutic services are prescribed but not always delivered. Community

living facilities are rarely family-like in size or structure.

lAk are not arguing that deinstitutionalizatian has not worked as

intended. Rather we are saying that there is much progress that must be

made if we are to avoid maintaining the status quo. The recommendations

in this chapter are consistent with the incremental but progressive

qualities that have characterized social policy reform in the United

States. There is nothing revolutionary or impossible proposed here.

Sone may ask the question, "So what?" If children have been

completely removed from institutions, and no more are being admitted,

isn't the information in this report a piece of history with no relevance

for future practices? The answer to this question lies in the larger

historical context of the treatment of handicapped children. There are

no guarantees that social policy will remain stable and linear into the

long-term future. Given the :Incertainty that has narked this arena of

social policy, and the powerful forces of economic and political

exigencies, some future generation (perhaps the next one) will confront
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-a issues, albeit in a different historical and ideological

framework. Societier; in all likelihood will continue to seanch for

havens for their devimt and damaged members. Whether that search

leads to the natural, safe, and autonomous environment of families

in local communities cr back to the contrived, impersonal environments

of residential institutions is a decision in which all of us must

continue to participate.
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IATROCIENIC TRENINENT: THE STOW cr DANIEL MARTIN

Introduction

The story of Daniel Martin is not one that anyone in the field of

human services can ignore. From the early childhood years through adolesence

and into adulthocxl, Daniel's life has been the result of his own misfortunes,

the lack of services that would enable his family to overcome Daniel's special

needs, inadequate and inappropriate treatment in residential institutions, and

little opportunity for !Reverent into more normal comrrunity-based environnents.

We have chosen to include Daniel's story becau6c.% it is representative of the

worst that can cccur when too few resources are made a,'ailable to sorreone who

is in such extreme need. In spite of a devoted and con,. Ather,

concerned professionals at the State School, and the best intentions of those

who manage comrainity services in Daniel's home town, his life has been neither

happy nor fulfilling. In this case, we can see the dark side of being

severely retarded and living in a residential institution during the 1970's.

Although Daniel is a rrenber of Population Cne in this study becarse he

left the State School while he was still in his childhood, he never lived in a

normal. conaunity until he became an &ult. His "conmunity placenent" was to

New HarTshire Hospital for a period of four months when he was 20 years old.

In 1985, after living in the two public residential institutions in New Hanp-

shire for 21. years, Daniel moved into a group hone in the comnunity in which

he was born. He was 26 years old.

Bactgrouild

Daniel Martin was born in 1959. His father, John, worked at the tine, as
he still does, as an assenbler for a local manufacturer. John had a few years

of high school before he began his lifelong work. Daniel's mother, Muriel,
1 243



conpleted grade school and has since worked at home, caring for Daniel's older

sister and Daniel until he was institutionalized. Muriel has had several

boughts with mental illness, and has been hospitalized for prolonge3 periods

of time during the most severe episodes.

Daniel's early years were marked by temper tantrums beginning when he was

six months old. He was quite sick during his first par, when bronchial

asthma and a high fever resulted in a period of hospitalization. He was also

prone to accidents, having several serious falls involving he& injuries

before he was two years old. By the tine he was five, his parents found it

very difficult to control his tenper and behaiior. On the advice of their

family physician and a local child guidance clinic, they sought placenent of

Daniel at Laconia State School. John and Muriel felt they were not capable

of handling his severe behavioral problem, and his chronic bronchial illnesses

also created a continuing strain on the family. There were no residential or

educational alternatives in their own comnunity.

When the parents applied for &mission to LSS in 1964, the enrollnent

there was already over capacity. It was suggest& that Daniel be tenporarily

placed at New Hampshire Hospital (NBH) until space at LSS became available,

and this interim placenent soon occurred. At NHH, Dani.el became very upset.

He ha:3 always been very attwhed to his family, and this abrupt separation and

placenent among older children and adults with severe behavior disorders led

to more severe problems in Daniel. He lived at NM for ten months before

moving to the State School.

When Daniel moved to LSS in 1965 at six years of age, he was diagnosed

as severely uentally retarded with psychotic tendencies. He was healthy,

could take care of his own basic needs, and could comnunicate effectively with

others. His only major problem seemed to be his severe tantruns. No further

mention is found in the records of his bronchial condition.
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Life at fai

Soon after Daniel moved to Laconia State School, he was placed on heavy

dosages of medications to reduce his oppositional and sometimes violent

behaviors. The use of these medications was inconsistently monitored due to

the absence of a single physician who could oversee Daniel's treatment.

During the late 1960's and throughout the 1970's, LSS had no regular physician

on its staff. Local physicians from the Laconia area would notate

responsibilities at LSS on a weekly basis, so a particular physician's

preference for a particular drug seemed to be what determined Daniel's type

and amount of medication over this 15-year period. Daniel's medication

history is revealing of the way in which some severely disruptive residents

were treated during this era.

In 1965, Daniel began receiving Mellaril, an antipsychotic, and Librium,

a tranquilizer. Mellaril became the primary antipsychotic drug used

throughout his stay both at LSS and later at New Hampshire Hospital. In 1966,

Daniel also received Phenobarbital, a sedative often used in conjunction with

other drugs to control seizure disorders (which Daniel did not have), and

Vistaril, a tranggilizer. Beginning in 1968, Daniel was given Thorazine,

a tranquilizer, and Dexedrine, an amphetamine. By the early 1970's, he was

back to Mellaril, with occasional reliance on Stelazine, an antipsychotic

drug that the Food and Drug Administration classifies as ineffective In the

management of behavioral complications associated with mental retardation.

In 1973 and 1974, Daniel was given Thorazine, Valium, Stelazine, and

Mellaril. From 1975 to 1979, he received both Mellaril and Serentil, a tran-

quilizer. In 1980 and 1981, Daniel was on Mellaril and Librium. In 1982,

Thorazine, Haldol, an antipsychotic, and Navane, a tranquilizer, %ere

prescribed. Daniel had a toxic reaction to the Navane, and it was shortly

3
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discontinued. Throughout this 15-year period, these various medications were

given simultaneously as well as sequentially. Some of the intake periods were

as short as one week, because the physician on rotation for a particular week

would often change the prescription ordered by the previous week's physician.

As early as three years after these prescriptions began, one physician

wrote in Daniel's medical record, "The patient has thus far had Vistaril,

Mellaril, Dexedrine, Dilantin, and Phendbarbital with no effect on behavior

one way or the other because he is psychotic." One %car later, another

physician ordered that all medications be discontinued. One week later, a

different physician, writing immediately below the previous order, prescribed

Dexedrine, Mellaril, and Thorazine. The next note of concern appears eleven

years later, when a physician noted possible signs of neurological damage due

to prolonged use of tranquilizers.

At the same time Daniel was receiving these various drugs, his behavior

remained problematic. Staff noted that Daniel became agitated and aggressive

in overly stimulating, noisy, unstructured environnents. In quieter, more

structured, less distracting settin9s, h3 'ahavior inoroNPs noticeably.

Staff also noted that Daniel's aggressive behavior Inc if he did not see

his parents on a regular basis. His clinical records throughout this period

refer to lacerations and bruises as the result of his assaults on others and

their assaults on him. In 1979, Daniel's arm was broken when a staff member

attempted to restrain himduring a fight with another resident.

The poor progress and continuing problems with behavior management

prompted the LSS staff to recommend that Daniel be transferred to the state

hospital in 1979 for evaluativn pucpcses. Daniel's father agreed, and Daniel

moved back to the Hospital, where he had been originally placed 14 yeaxs

earlier. At the time of the placement, Daniel was described as having some
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reading and writing skills, capable of feeding, dressing, and toileting him-

self, and able to interact positively with others if given encouragement and

assistance. Be aLso was frequently violent towards other residents or staff

and occasionally damaged property, was rebellious, engaged in stereotypical

behavior, and made inappropriate sexual alvances. It was also suspected that

he was having hallucinations. After four months at the state hospital, the

staff there determined that Daniel's primary diagnosis should remain mental

retardation rather than pychosis, and he was sent back to LSS with a recommen-

dation that one-to-one supervision be made availaole in order to reduce the

need for over-medication. No changes in his beha/ior were noted as a result

of this brief placement outside of LSS.

Daniel's family kept in close contact with him during his residency at

LSS and the state hospital. Both parents visited him at LSS monthly through-

out the 19 years he lived there. They aLso brought him home for brief periods

several times each year. Daniel's father, john, was especially involved in

overseeing his care. John became an active member of the LSS chapter of the.

Association for Retarded Citizens, and during the period of litigation in the

late 1970's began to take a more active role in the decisions that affected

Daniel's treatment.

John's major concerns from the late 1970's to the mid-1980's focussed on

Daniel's physical safety and the heavy reliance on medicathans. John became

increasingly concerned after 1980 when he observed that Daniel was acting very

withdrawn and drowsy during his visits. He frequently oantacted LSS staff to

question the use of the medications. These contacts soon resulted in his

being labeled as a nuisance by the staff. They felt that he was overreacting

and was mddling in an area he knew nothing aaout.

In 1982, Daniel began to regurgitate soon after his meals. John viewed

this as a sign of over-medication (Thorazime was the primary drug at the
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tine); the staff interpreted the problem as purely behavioral. The result was

a behavioral program that consisted of making Daniel clean up his own vomit

and then placing him in time out. The Thorazine dose was also reducd because

of extreme daytime drowsiness. A drop in the frecuancy of regurgitation was

soon noted.

For a variety of reasons, Daniel received little formal programming while

he was a resident of LSS. Partly due to his aggressive behaviors, partly due

to the heavy medications, partly due to the fact that he was essentially

intact and healthy, and partly because they sinply %ere not amilable, Daniel

did not participate in many activities that would have prepared him for life

in the comminity. He did join other residents on regular trips alto the city

of Laconia after 1980, where his bhavior was noted to be much better than it

was at LSS. The one-to-one supervision recommended by the Hospital staff did

not occur.

Under the pressure of the court order, LSS staff began to project ccm-

manity placement for Daniel. John Martin was strongly in favor of Such a

placement, but only if it could meet Daniel's needs and if it meant a reduc-

tion in the amount of medication he used. In late 1982, the LSS staff devel-

oped a plan for eventual comuunity placement, and in early 1983, a case

manager from Daniel's home comminity was assigned to search for an appropriate

residence with adequate services.

22e_aanaitisa
Daniel's return home took a major detour. Because of his persistent

behavior problems, it was again recommended that he be placed at New Hampshire

Hospital for evaluation purposes. So in the fall of 1983, Daniel moved to the

Medical Services Building at NHH. He was assigned to the abbey Building,

which is intended for mentally retarded psychiatric residents, but lack of

6
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available spece there resulted in the temporary residence in the infirmary.

At the time of this move, Daniel had begun to show signs of a seizure disorder

that his case manager believed was partly due to the prolonged use of

psychotropic medications. He was subsequently diagnosed as having tardive

dyskinesia as well as active tuberculosis.

While at the Hospital, Daniel received regular medical attention and

counseling. No educational or vocational training was provided other than

behavior modification. Case management was provided both by the developmental

services agency in his home community and by the Hospital social services

staff. Pecreation activities were also available. Due to the temporary

nature of his placement there, and to lack of available and appropriate staff,

no specific programming was provided that would prepare Deniel for the

eventual move into a less restrictive environment.

During this period, the local developmental services agency was

attempting to create a small group hone that would be capable of meeting the

needs of people such as Daniel who had severe behavioral disorders. The

agency first targeted June of 1983 as the time at which such a facility would

open. Due to lack of adeqpate state funding and the need to rapidly develop

other community-based programs, the intensive behavior shaping group home

was delayed. The temporary stay at NEE turned into a 20-month residency.

In mid-1985, a private contractor specializing in the development of

community residences for people with severe mental retardation was hired by

the developmental services agency to create such a facility. Daniel was

identified as one of the first people the agency wished to place in this

privately-run home. EVen before such a home was completed, the private

contractor, the Lmstitute for Professional Practice, made arrangements for

Daniel to live in a supervised apartnent in his home town. He moved into the

apartment in July, and then moved int:: the completed home in Octdber, 1985.
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The new hone has four other residents with needs similar to Daniel's.

Here, Daniel participates in regular e5ucationa1 programs aimed at reducing

his inappropriate behaviors and enabling him to function in the community with

minimal supervision. He has made the adjustment to this radically different

environment quite well. His parents report that they are very pleased with

the group home, and that Daniel seems to like it. They visit him three times

a week, and bring him to their home for occasional overnight stays. In 1985,

Daniel spent Thanksgiving at his parents' home for the first time since he was

four years old.

Ftture Plans

It is too early at this point to predict what will happen to Daniel over

the next few years. Short-term goals emphasise .,.ng the medication he

receives to a minima level while providing a structured and stinulating

environment. The ability to hold down a regular job and more fully

participate in community life will depend on the degree to which Daniel's

behavior becomes less aggressive. Already there are hopeful signs that his

new home, more contact with his family, and frequent opportunities to function

in community life are leading to more normal behaviors. The tine needed for

Daniel to learn how to interact appropriately with other people, especially

with women who he previously only knew as institutional staff or fellow

residents, will be considerable. Having never had these opportunities, it is

very difficult to know where Daniel's true potential lies, and to what de?ree

a lifelong history of institutionalization will limit the development of that

potential. But Daniel is still young and has a caring family closeby. These

will be his most important assets as he begins a new life.
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"RAMPS ARE NCT ENCUGH": Ehh STORY CF KERR' GAGNON

Introduction

Kerry Gagnon's favorite time is in the morning, when she usuz-Aly wakes

early and spends a quiet period with someone who can help her put on her ma:e-

up and perfume. She especially likes to have her hair fixed neatly before the

day begins. Her friendly manner, quick smile, and engaging personality mean

that others don't mdnd helping with this early morning routine.

Kerry lives in a group home with several other people who have severe

mental and physical disabilities. She stands out among her peers as "the

belle of the ball," as the house manager puts it, because of her sociability

and her bright mind. Although she is unable to speak or move -om one place

to another without assistance, Kerry obviously has many important qualities

valued in any young woman. She has a strong self concept, is cooperative with

her professional caregivers, and is extremely curious about the world around

her. She is happy about living at this home, where she moved in DeceMber of

1984. Prior to thah time, Kerry had lived at Laconia State School for twelve

years.

ZerrYlailagkszauxi

Kerry was born in the fall of 1966. Her birth was uncomplicated, and she

and her mother came home from the hospital soon after the birth to join her

older brother and her father. She and her family lived La Massachusetts at

the time of her birth.

At six months of age, Kerry's mother began to be concerned about her

daughter's development. Mrs. Gagnon noticed that Kerry had difficulty sitting

and rolling, and she observed sone difficulty in using one side of her body as

well as an unusual tightness in the hand on that side. By 17 months of age,

1

2A1



Kerry had experienced several seizures, some of which lasted as long as 20

to 30 minutes. Mrs. Gagnon sought help for Kerry at an urban hospital.

There Kerry was diagnosed as having microcephaly, spastic diplegia, and

significantly delayed developnent. Her development %es equivalent to that

of a six-month old infant, and there were no signs that her development was

progressing beyond that level. Kerry's parents sought additional help over

the next several months, but there were no prograns available in the

Menchester area, where the family had recently moved.

After exhausting the available resources in their local comnunity, and

realizing there was no one who could help them La Manchester, Mr. and Mrs.

Gagnon brought Kerry to the Laconia State School for an evaluation. At

the time, LSS was the only place where such comprehensive evaluations were

offerred in New Hampshire. Kerry stayed at LSS for two weeks. At the end

of this period she returned home with an evaluation report that recommended

physical therapy and continued observation. As there were no qualified

physical therapists in Manchester who could provide the recommended treatment,

Kerry returned to LSS every few months for a brief period of therapy. She

also stayed at LSS for severaa weeks at a time when her parents went away on

summer vacations.

In the summer of 1972, Mrs. Gagnon had surgery that prohibited her from

lifting Kerry. This limitation quickly became a major factor in Kerry's

ability to remain at home with her family. Mrs. Gagnon's physician

recommended that Kerry be aimitted to LSS as there were no services in the

local area that could meet her needs and her continued presence at home would

create an impossible burden on her family. At the time of her admission in

July of that year, Mrs. Gagnon wrote to the LSS social worker,
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I do not know if this is best but under professional advice, I am
willing to give it a try if it will in any way help my daughter and
make her life happier. I onderstand that I will be kept well in-
formed as to her progl needs and can see her often.

After her admission, Kerry was again evaluated. It was apparent from the

evaluation that she could not walk, talk, or use the toilet. Her measured IQ

was below 20, and the diagnosis of profound retardatim was assigned to her.

Life at LSS

In spite of this pessimistic diagnosis, the staff at LSS recognized that

Kerry's severe physical disabilities were the major source of her limitations.

Her intellectual capacities were judged to be significantly more advanced than

her physical and self-help skills. The staff at King Building, where Kerry

spent most of her time while living at LSS, decided to try to enhance Kerry's

intellectual capacities as much as possible. She was described by her care-

givers as an "extremely bright, personable, and oriented young woman who

enjoys social interactions." Kerry understood anything that was said to her,

although she remained unat'e to speak due to the severe limitations caused by

the cerebral palsy. She was able to communicate her thoughts and emotions

through laughter, crying, pouting, and refusing to cooperate. Shi, also could

point to things she wanted or places she wanted to go. She clearly had a

strong personality and possessed many abilities within her damaged body.

Because of her outgoing perscaality and her intellectual strengths,

staff at LSS concentrated their efforts on Kerry moreso than most of the

other residents in King Building. Over the years, she received occupational,

physical, and speech therapy. She was taught some basic signs and gestures so

she could express her wishes, ard she was given a simple comnunication board

to expand her vocabulary. She learned to help others 7,et her dressed, feed

herself with special utensils ard dishes, and manhui,Er bet electric wheelchair.

She continued to be dependent on bthers ffor sInç, uJothbrushing, and toileting.



During her stay at LSS, Kerry's family was closely imolved in her care.

Although her parents were divorced shortly after her initial admission, and

her mother subsequently moved away, her father and stepmother remained in

regular contact with Kerry and the staff at King Building. They visited

Kerry about five times a year during this 12-year period. During the summers

of 1982 and 1983, Kerry went to summer camp.

Throughout her residency, Kerry was seen as a good candidate for

community placement. In late 1978, Kerry became one of the first LSS

residents to be assigned a community case manager whose job was to advocate

on her behalf and seek an appropriate community residence. The appointment

of a case manager for Kerry occurred because her family happened to live in

a region where one of the first experimmtal case management systems in New

Hampshire was established. The case manager quickly began an active search

for a foster home or group home that could meet her needs. A target date of

June 30, 1:79 was selected as the time at which Kerry would leave LSS and

return life in the community.

Kerry's father and mother did not initially approve of the idea of

community placement. They both felt that Kerry was well cared for atiLSS,

and that there was no suitable community program available that could meet

her needs. Although the case manager found foster parents who were willing

to care for Kerry and who lived close to Kerry's father and stepmother. Mr.

Gagnon objected to the placement on the grounds that lerry was happy at LSS

and had grown attached to the "foster grandmother" who visited with Kerry on a

regular basis in King Building. Mr. Gagnon said at the time, "If we take her

from this environment and place her somewhere different, she will be unhappy

and this is the last thing I want is to make my daughter unhappy." He wanted

more time to think about the idea of community placement, "as it is a big

decision to make." Nx. Gagnon's resistance to the idea of community placement
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did not change over the next few years, and active efforts to locate an

appropriate home outside of LSS were not pursued. However, the pressure of

the 1981 court order, the continuing belief on the part of LSS staff that

Kerry would benefit from comnunity placement, and an emerging confidence on

the pert of her father that such a move would be for the better eventually

led to more concrete plans for comnunity placement.

The_Plan

In the summer of 1984, a plan was developed by a team that included

Kerry's parents, teachers, therapists, case manager, and LSS support staff.

The resulting Individual Service Plan (ISP) outlined Kerry's needs and

described in detail the type of residential and educational program that

should be provided in the comnunity. The ISP established Octdber 1 as the

date on which the transition from LSS back to the community should occur.

In order to assure success in the transition, it was recommended that Kerry

be gradually moved out. She was to visit appropriate group homes several

tines before a final decision was made and the move became permanent.

The first home found by Kerry's case manager was felt to be inappropriate

by the LS'S staff. It was located in an isolated rural community and was not

designed to accommodate Kerry's wheelchair. The other residents were all

geriatric clients who would "not be able to take Kerry's loud music" according

to her LSS social worker. Subsequently, this home was rejected as a

possiblity for Kerry. During September and October, several other possible

placements were considered, but none were believed to be capable of meeting

Kerry's needs. At LSS, direct care staff were assigned additional clients Ln

anticipation of Kerry's departure, which was not forthcoming. They described

her status as "in limbo" during this period. Although they wanted to continue

appropriate programming for Kerry, particularly with respect to her communica-
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tion skills, the staff was unable to plan relevant activities without knowing

where she would end up or when. They also expressed frustration at not being

informed of changes in plans for Kerry.

In OCtober, a new home was located that would accommodate Kerry's

wheelchair and where the other residents were closer to Kerry's age. Kerry's

father approved of this placement, and plans were made to proceed with the

move. An opening at the home was anticipated in the near future when one

of the current residents moved out. This became a major problem as Kerry's

placement was continually deferred to a later date due to delays in moving

the current resident.

In early November, a transition plan was created. LSS staff met with the

group home staff to discuss Kerry's needs and ways to provide continuity in

hey: programming. Kerry's parents met with her case manager to also discuss

the best methods for assuring a smooth transition. Services that would be

regared in the community home included physical therapy, speech therapy,

wheelchair maintenance, and nursing services. Not all of these were available

at the home, so additional work was necessaxy before the move. A bdo-week

transition period was designed to allow Kerry the opportunity to visit the

home, have dinner with the other residents, spend a night, and visit her

proposed educational program in a nearby city.

During these trial visits, Kerry's father came to the group home to

welcome and reassure her. She cried on the first day when she was separated

from her closest friends on the LSS staff, but soon showed signs of accepting

the pending change. Her social worker at LSS described her return from one

visit, when Kerry "started packing her clothes." She understood what was

planned, and was eager to make the move.

Cver the next six weeks, there were further delays. On several

occasions, Kerry was about to leave LSS for a visit to the group home but
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no one came to pick her up at the agreed-upon time. At one point, the group

home staff requested that LSS keep Kerry indefinitely as the group home was

understaffed. The group home staff also requested a 30-day notice prior to

the final move. During this period, Kerry said good-bye to her friends at LSS

three different times anticipating her final departure. The uncertainty began

to affect Kerry, and she had several toileting accidents and screamed in anger

at the staff. Cn the other hand, her father saw the value of prolonging the

transition process as it gave Kerry more opportunities to visit the home and

get used to her new environment.

Finally, on December 18, 1984, aver five yeaxs after the initial decision

to place Kerry in a nore normal environment, she made a permanent move to a

group hone within close driving distance of her father, sixty miles away from

LSS, and about 15 ndles away from the private school she was to begin

attending. She was 18 years oId.

Life in the Comnunity

Kerry expressed much happiness about her new home. She made the

adjustment easily, developed friendships quickly with the staff at the home,

and began a more normal life that included taking care of her own clothes,

helping with meals, going swtmming, eating in restaurants, shopping at malls,

and listening to Michael Jackson records. She has regular visits to a

dentist, physician, gynecologist, and optonetrist. The major shortcoming of

this new life is the lack of opportunities to interact with others her own

age. Although the other residents at the group home are also young adults,

they have such severe intellectual and social limitations that Kerry is unable

to benefit from their presence. She is unable to communicate with them, and

"rarely knows the other clients are around" according to a staff member.
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Kerry attends school daily at a private development center. She is

enrolled in the Teen Developaent Class with other young adults from 17 to 20

years old. She enjoys going to school, is well liked by the staff and other

students, and generally works hard on her eiucational program. She receives

individual instruction for much of the day in areas of self-feeding, physical

therapy (which she also receives at home), social skills, communication,

personal care, and pre-vocational skills. She is also learning to read.

The school takes Kerry and her classmates swimming, bowling, and on other

community outings regularly.

One of the biggest problems that has occurred in this transition is

maintenance of Kerry's wheelchair. As hers is in poor condition, it is not

satisfactory for the frequent trips she takes from home to school and out into

the comaunity. Another major problem has been in developing an appropriate

educational prk,gram that f."1 ner specific needs. Staff at the group home are

concerned particularly th.n e communication program at school is not well

designed and not easy for Kerry to use.

During this early period of community adjustment, Kerry has been

fortunate to have a family that has provided much affection and protection

for her. Shortly after her move to the group home, Kerry's natural mother

traveled a considerable distance to visit her, the first direct contact in

several years. Kerry has pictures of her natural mother and her brother at

her bedside in her new home.

Mr. Gagnon is very pleased with the move into the community. He

visits Kerry at 1easL monthly and talks at length with her and the other

residents. Kerry's stepmother seems to be more anxious about the stability

of the placement, and worries that Kerry will have to move into her and her

husband's home if the placement should somehow not succeed.
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Future Plans

When Kerry becomes 21 years old, her educational program will cease. Her

severe ptysical limitations and lack of vocational training over the past 12

years make gainful employment highly doubtful. She will require continued

therapy to assure maximum mobility and communication skills. The group home

staff hope she can move into another group home with fewer people who have

abilities more similar to Xerry's.

Perhaps the greatest area of need in Kerry's future, and the one that is

hardest to meet, is not to change Kerry, but to change the comunity in which

she lives so it is better able to accommodate her needs and the needs of others

like her. As one staff member at her present home says, "The community needs

to be aware, involved, and understanding. In onder for people like Kerry to

get the most out of community life, the community has to adapt to them and

accept ' . Ramps, rails, and elevators are not enough."



STAYING CLOSE TO EGIE: TEM STORY CP CHEFYL BONAVENTURE

Introduction

Cheryl Bonavenbure is a 17 year old woman who has lived i Laconia,

New Hanpshire all of her life. For the first 11 years, she lived at home

with her family. Then, because of her multiple disabilities, and the

resulting stress faced by her parents, she was aimitted to Laconia State

School. She remained there for five years, all the while continuing to

attend the public school Ln her home community. Cheryl left the State

School in June of 1984, and presently lives with Joan, a woman who works

as the teacher's aide in Cheryl's classroom. Cheryl is able to visit

with her family every weekend. This story Ls about the ability of a

family to stay close, both physically and emotionally, during and after

the institutionalization of one of its members.

ga=12-5-axagrslincl

Cheryl's handicapping conditions were Obvious imaediately after her

birth in 1967. She was subsequently diagnosed as having a convulsive

disorder, cerebral palsy, vision and hearing impairments, and a

communication disorder. Since early childhood, she has been classified

as severely mentally retarded. In the early years of Cheryl's life, her

mother had no one to talk to about Cheryl's needs, and was unaware of how

to meet those needs. Mrs. Bonaventure remained at home for seven years

to provide full time care for Cheryl. There was no elucational

provramming, domestic help, or respite care available. Cheryl's parents

had no knowledge about how to neet her special needs. Her mother had
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graduated from high school, and her father graduated from college, but,

like most people, there was nothing in their background to prepare them

for the demands creted by caring for a severely disabled child.

When Cheryl was eight years old, shca. began attending a day care

center organized by a group of parents. There was no special education

at the day care, but the opportunity to be with other children, and the

relief for her mother from constant care, were important benefits of the

program. It was at this tine that the family's pediatrician began to

providE specific advice about Cheryl's needs, the first such guidance

since her birth.

In the Fall of 1975, Cheryl was enrolled in a public elementary

school inLaconia, in one of the first public school prograns in New

Hampshire for children with cievere handicapping conditions. The

a;naventures relied heatily on the school teachers to provide them

with information about Cheryl's needs and to recommend appropriate

programming. Mrs. Bonaventure admits that at this time she and the other

family members were "not looking at things realistically," and had no

Idea of Cheryl's limitations or abilities. However, the assistance

sought from Cheryl's teacher proved to be less than optimal, and the

Bonaventures found themselves joining v-:.0.1 other parents of children in

the class to express their concerns about the teacher's abilities and

the quality of the educational program.

During this period, there was no physical therapy available in the

school. Cheryl's mother took her weekly to the local hospital. There

was also no guarantee that other educational or related services would be

made available. It was not until 1978, when P.L. 94-142 was fully

implemented and the New Hampshire special education law was strengthened,

that Cheryl's program Lecane more comprehensive.

2
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Mrs. Bonaventure described these early yeaas of special education:

We weren't aware we had any rights. Each spring we'd have an IEP
meeting, but we never knew who was who and what was going on. I
found out you never got anything. I learned that I could get more
for Cheryl if I asked for it, if I demanded it. No one ever
offered us anything.

Beginning in 1978, teachers at Cheryl's school began to inform parents of

their rights. They provided literature describing the mandates in P.L.

94-142 and the rights of parents to participate in educational decisir7

making. There were noticeable changes in the quality and scope of

services after this point, according to Cheryl's mother.

However, these positive changes in the availability of services did

not compensate for the poor quality of the teachdng Cheryl was receiving.

When Cheryl was 11, she was expelled from school because her teacher was

undole to manage Cheryl's difficult behaviors. She spent the next six

weeks at home with no educational services or therapy. MXs. Bonaventure

consulted with her pediatrician, who argued strongly for Cheryl's return

to school.

These eleven years were beginning to take their toll orl Cheryl's

family, particularly her mother. It had taken Cheryl eight years to

learn how to walk and use a toilet, her language aoilities were very

limited (her !raring loss was not discovered until she was an

adolescent), and there was almost no heap offerel by Mrs. Bonaventure's

mother or other relatives wilt) li\4ad close by. Cheryl's parents felt

isolated, tired, and angry at the lack of support available. AltImgh

Mr. Bonaventure was an important source of support to his wife, his job

demanded that he commute about 120 miles, thus keeping him out of the

home over 12 hours a day. These factors led to a difficult but

apparently unavoidable decision.
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Life at,LSS_and_in thg Comnunity

After Cheryl was expelled from school, her parents began to consider

placement at Laconia State School. In 1978, when she was 11 years old,

Cheryl was admitted to LSS because, her mother says, the family wao at

the end of its rope, there was no assistance in Cheryl's care it home,

there were no other residential arrangements available in the anunity,

including respite care, and the family felt that it was time to try "the

last resort."

Cheryl's placenent at LSS was unique in that she could continue to

attend school in her hone comnunity. The school accepted her back %ben

she entered LSS, with the understanding that LSS staff would provide on-

site consultation to help with Cheryl's behavioral needs. This

assistance was provided daily for several months. During this time,

Cheryl went home to live with her family on most weekends, and lived at

home during school vacations.

Although LSS staff provided assistance to the public school, there

was very little programming available at the institution to supplement

the school program. Cheryl needed consistent follow-up on behavioral

prograns when she was not in school. She also needed monitoring to be

sure she wore her hearing aids and glasses, as well as assistance in

improving her communication abilities. None of this happened at the

institution, , cording to Mrs. Bonaventure.

While at LSS, Cheryl did not develop social relationships wi'11 the

other residents. Because she spent so little time there durin; tilvt, day

and on weekends, she was relatively isolated. She was moved frequently

from one building to another, and was often placed with other residents

the sane age but who were functioning at nuch lower levels. She
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occasionally was attacked by other residents, and 4as unable to defend

herself due to her physical and language limitations,.

In school, limited progress was occurring. Cheryl !Jenefitted from

the opportunity to socialize with the other children in her class, and

she made gains in her ability to communicate. She learned a few 1.--)sic

self-helf skills such as toilet training and toothbrushing. Lack of

trained staff limited the amount of additional skills Cheryl learned.

In 1983, when Chs zyl was 15, her teachers suggested that she was

ready to move up to the Junior High School. They were concerned about

Cheryl's need to be with children her own age and they felt the Junior

High program would better meet her educational needs. Mrs. Bonaventure

was very leery of this move. She said, "I feared sending her there, not

knowing how the other kids would treat her. They sewed much older. It

was hard for me to accept the fact that she had to grow up."

Despite her initial hesitations, Mrs. Bonaventure soon realized that

Cheryl was happier in the new program. Cheryl continued to live at LSS

on weeknights and attend public school during the day. The Junior High

program was better able to meet her individual needs, and provided many

opportunities to meet other teenagers of varying skill levels. The

curriculum included such areas as learning to tell time, money management,

appropriate social skills, following a schedule, carrying out job orders,

and participating in a basis vocational training program. Her individual

program stressed both sign language and improved oral speech.

Beginning in 1982, shortly after the federal court order was issued

requiring comanity placeaent of most of the LSS residents, LSS staff

began to plan for Cheryl's return home. However, her family did not feel
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,iley could accept Cheryl back home on a full-time basis. The next two

years were spent searching for an appropriate placement in the community,

near to her school and family. In the end, it was one of Cheryl's

teachers, a single woman, who offered to serve as a "shared home

provider." Mrs. Boneventure was very pleased with this arrangement. She

said, "Cheryl was one of the lucky ones. We had to wait a long time, but

we were very fortunate that this happened." In 1984, Cheryl moved into

Joan's house and continued to attend school at the Junior High. She also

continued to see her gamily on a weekly basis.

ale of the most valuable aspects of this arrangement was 'the

continuity in educational programming. Because of Joan's direct

involvement in Cheryl's school program, there was consistent follow

through on all of Cheryl's individual programs. She could practice her

new communication skills at home, and carry out the self-help program

under the guidance of a trained professional who could also offer love

and affection. In her new home, Cheryl had responsibility for preparing

her own breakfast, making her own bed, dressing herself, and generally

being as independent as possible.

At school, the program continued to improve. As of 1985, Cheryl was

receiving occupational and speech therapy, peer tutoring, orientation and

mdbility training, and behavioral therapy. Her social skills became

sources of st7ength, as she acquired a good sense of humor, improved in

her ability to communicate, and learned to express her feelings more

appropriately.

It should be noted that these services did not automatically become

available. After the IEP was developed, the prescribed mobility training

was not provided. Cheryl's parents reminded the school district that

this service was included in the IEP, and must be made available.
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Arrangements were soon made to provide the service. "I wonder if they

would have done anything if I hadn't spoken up," said Mrs. Bonaventure.

As with other children described in this study, the one area at

school that was not well developed was vocational training. Cheryl's

teacher is opposed to preparing Cheryl and other severely handicapped

children for life in a sheltered workshop, but the necessary training for

work in a more competitive setting is not yet available. A vocational

assessment had been'completed just prior to our haterviews with Cheryl's

teacher and family. It is hoped that this will lead to a concrete plan

to prepare Cheryl for independent employment after she completes school.

Future Plan

Cheryl's present residential arrangement is seen as a temporary one,

to be phased out as Cheryl completes her formal schooling. In haterviews

with Mrs. Bonaventure and Cheryl's teaoher, a future based on group home

or shared home living options was projected. Both peopae agreed that a

group home wouL3 6 e a positive step in Cheryl's development as an adult.

Mrs. Bonaventure commented, "I think group homes are fine as long as they

are supervised, and I know Cheryl will always need supervision. She will

never be able to be left alone; and it is much better than an

institution."

Typical of their close involvement in Cheryl's life, and in the

lives of other people with mental retardation, both parents have become

active in the improvement of services in the Laconia region. Cheryl's

father is on the Board of Directors of the regional agency which oversees

the development of group homes in the area. Her mother has become aotive

in a group of parents organizing fund raising for community recreation

programs. Both parents are very concerned about community awareness of
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the strengths, capabilities, and needs of Chezyl arti cthern like her.

Mts. Bonaventure stated,

I wish people would deal with them as people, and not just as
what they see on the outside. People really need to be educated
about mentally disabled people. They're not going to harm you
and their desires are the same as yours and mdne. That's the
whole thing. That's what it is. They need to be educated.

Although plans for residential arrangements are fairly concrete,

further training and work opportunities are less apparent. Mrs.

Bonaventure pointed out that, "Once these people turn 21, the programs

aren't there." Her desires for Ch,:ryl include a job, but she is

t.-0'.eptical of the possibilities.

If there are no jchs, what can you do? What do you do when
you axe 21 years old? If you are severely mentally disabled,
the chances don't look good in New Hampshire.

Cheryl's parents have a specific dream for their daughter.

They would like to create a group home with other perents of severely

handicapped children. They are aware of the time and expense involved

in such a project, but their energies and commitment seem endless. They

are realistic people, and they recognize their own limdtations. Their

initial decision to place Cheryl in LSS was based on the realization that

they could not handle her extraordinary needs without extraordinary help,

which was simply not available from either family or professionals in the

mid-1970s. Now such help is available, although not without constant

efforts from parents and advocates.

Cheryl has been more fortunate than many children in her

circumstances. She lived with a family that cared deeply about her and

went to great lengths to see that she received the services she neeled.

When the family could no longer care for her in their own home, she

continued to have the chance to see them regularly and to attend a public
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school, even while living in the institution. She was able to return to

the comnunity when a caring and competent teacher took an interest in her

and sacrificed her own privacy to create a more independent life for Cheryl.

Her experiences provide a vivid illustration of the evolution in

services that took place in the late 1970s and early 1980s. Her

community progressed from a point of virtually no servicE to services

of poor quality, to services capable of responding to individual needs.

These changes closely paralleled the implementation of legislation and

court orders guaranteeing a free appropriate public education in the

least restrictive environment. There is still much work to be done,

especially in the area of residential and employment services, but the

evolutionary trend is apparent in this example. The key to Cheryl's

success has been the interaction of a committed family with caring

professionals, working collaboratively within the context of an improving

service delivery system.



OUT ON HER OWN: THE STOW CF GG LAWSON

Introduction

GG Lawson, now in her early 30's, works at a prestigious preparatory
school in New Harrpshire. The school is located about 25 miles from her

parents and about 50 miles from her closest sister. She lives

independently in carrpUs housing in a small dorm room with space for a

bed, a dresser, a desk, and a chair. She eats with her fellow staff in

the common kitchen off the main student dining room, where she works as a

nerrber of the maintenance crew.

GG represents the oldest cohort of those people included in this
study. She lived at Laconia State School between 1965 and 1971. She

left at a tine when there were no conmunity services available, and she
becarre an adult before the irrplerrentation of P.L. 94-142. GG has been

diagnosed as moderately nentally retarded (her mother was told, "GG is

trainable but not educable"), but she has been capable of independent

living since her late teens. She has had occasional difficulties in

making good decisions, and she has benefitted from the guidance arrl

support of her sister and mother.

Prior to coming to the prep school, GG had been unemployed for two

years, requiring that she live at home in order to survive financially.
But home life was not satisfying to her, particularly because her 13-year
old brother teased her about her obesity and her "slowness." She

explained in an interview, "I know I'm slow, but that's no reason to
tease me." She prefers to live on her own, and has been able to do so

as long as there were jobs that provided her with the necessary mans.
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GG has worked for 13 out of the past 15 years. She enjoys her

current job tremendously. She says,

The kids really like me. I went to one of their dances. Sometiues
I go to their basketball games. They always say, 'Hi GG! Howya doin?'

GG was able to speak articulately about her life and hopes. She

is an affable young woman who understands her own limitations and

accomplishnents. She makes new friends easily. GG is a prim exanple

of someone with mimimum disabilities who today would remain at home in

a local schoOl program rather than live in an institution. We might say

that GG was born before her time.

liEUI.LaiM=Zgani

GG's perents, Geraldine and Dwayne, were 23 and 26, respectively,

when their third child, GG, was born. Both parents had some technical

training after high school. Dwayne owns an auto repaieshop and

Geraldine has worked as a clerk and produce manager in a supermarket.

OG was one of six children, two boys and four girls.

GG's early developnent was unremarkable except she was very delayed

in the onset of spoken language. At age five, in 1958, her parents took

her for a hearing test to determine the cause of her delayed language.

The results of the test were negative. There was no suspicion of mental

retardation, although her teachers in primary school described her as a

"slow" child. There were frequent conferences between parents and

teachers to determine how to help GG, but no concrete action was taken.

She was promoted each year, but by the end of fourth grade she was viewed

as an "unhappy and lonely" child, according to her mother.

A fziend of the family, who happened to be a doctor at New Hampshire

Hospital, suggested that GG be given an educational evaluation when she
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was 10 years old. The testing at the Child Guidance Clinic resulted in

the diagnosis of moderate retardation. Professionals at the Clinic

recomended that GG be sent to Laconia State School for training.

Life at LSS

GG was almost 12 years old when her mother and father brought her

to the administration building at LSS. Admission took place on the

recomendation of the Clinic, GG's elementary school, and, as was

routinely done, the probate court. Dwayne cried in the car on the

way home, grieving for his child and hinself, even though he strongly

believed that LSS was the best place for her training.

A:Ler the required initial period of separation and no contact

between child and family, regular visits began. GG's oldest sister

described for us GG's program and the family's involvement during this

period:

She was moved into this cottage program, which, at the time, was
this fantastic program. It was like a home situation. They hal
nice rooms and they had a dining room like at home and they had
house parents. It was so different than an institution. It was
really a nice set-up and we'd go and visit har on weekends.

When we saw how happy she was--that she was beginning to blossom
out there and come Into her own--we really felt better about it.
You know, I think that was important, that part. And we all
went. That was a big thing, to go to Laconia. We'd go up and
visit GG. We were very interested in her progress, in how she
was doing. Sometimes my Dad wouldn't be aole to go because he
was working, but my Mom would go and all of us kids that were
home. There were six of us, and we were all real close. Lots
of times my grandmother would go. And we'd take a picnic lunch
and we'd go up, pick up GG, and go out for the day. Or weed
bring her home. She got to the point she could come home on
weekends.

I'd say [we went up] at least two or three weekends a month.
We went up quite frequently in the beginning, 'cause she really
needed that. She really nee3e3 family contact.

Life at the State School was unremarkable for GG. She participated

in the domestic training program in her cottage, which consisted of
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helping with laundry, meal preparation, and so on. She attended a summer

camp program for residents of LSS for four summers. As was the case with

other residential records we reviewed from this time period, there was

little detail about GG's daily life or treatment programs. She seems to

have gotten along well with the other residents and staff.

Life in the Community

After five years in the institution, when GG was almost seventeen,

arrangements were made for her to participate in a residential vocational

program in housekeeping at Crotched Mountain Rehapilitation Center. The

program did not begin until the Fall of 1971, so GG lived at home during

the summer months after her discharge. GG's return home for the sumRer

created no special problems for her family. Her sister told us that GG's

presence at home was "just like the rest of the kids" who were on summer

vacation.

The Crotched Mountain program was designed to provide training in

housecleaning skills. GG's mother Geraldine was very pleased with the

program. She feels that GG received close personal attention and

guidance which led to an independent, self-supporting life. The program

culminated in job placement, and GG began a ten-year stint as

housekeeper at Clover Nursing Home upon her graduation. During this

GG lived in an apartment in the nursing home.

TU0 events occurred during this time period that illustrate the

potentiz.1 pitfalls of living independently. These events could have

hapv?ned to any young adult living on his or her own for the first time,

and do not necessarily reflect common experiences of people who are

labeled retarded and who happen to be living alone.
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Future Needs

GG's youngest sister summarized the family's assessment ot 6G'%, pa2t

and future:

The ultimate, deluxe situation would be that she could live alone
or with other individuals a lot like herself, and have someone
that could check in on her periodically. Somebody that she would
truly talk to. Somebody that would make sure that she was getting
along well financially. See, the thing is with GG is that (I know
this might sound like a stuckoff somebody elselet somebody
else worry about her) but GG, I think, gets resentful with us as a
family because she thinks we're interfering. She needs an impartial
person, a mature person.

She might say that when she was [living at the nursing home] running
with a loose crowd, that she was happy, but she wasn't. You know, I
could tell that. There was something in her voice, in the way she
acted. She just wasn't happy. And now she is. She's got a life.
She's got something she can talk about. She's saving money. She
just feels a lot better about herself and that's really important.

And I don't think she should be shunted away to some corner of the
world where you put these people together.
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Several years Ltr she moved to the nursing home, GG's sister moved

in with her because ea: :lad recently had to relocate to the Manchester

area and needed an inexpemive place to stay until she could rent her own

apartment. One day soon after moving in with GG, her sister arrived home

and noticed a bill from Mastercard addressed to GG. She described the

incident:

I found a Mastercard bill in the mail addressed to GG and I
opened it, which I normally would not have done except that I
knew this bill was serious business. She had $800 worth of
bills racked up on it! I asked her how she got the card, and
she said, "I went down and they gave it to me." In her mind,
that's how easy it was. And after talking to the bank, it was
just about that easy.

I explained to the credit manager, "I don't know how she got
this card. The only thing that's her writing on this
application is her signature." And he said, "Well, a lot of
people don't write that well and they have tne girls make themout." I asked him, "What did she use for references?" The
bank had used a corner market that she had used to charge
stuff at. And I just looked at him and said, "That's all it
takes?" He said, "Well, she's been at her job for sevenyears." I said, "That's enough? You work at a job where you
probably just make the cost of living increase every year for
a pay raise and you have credit at a corner market that
probably keeps their accounts on the back of a brown paper bag
and you take that as someone who is good to dish out a creditcard to? I'll be in touch with you. In the meantime, don't
give her a loan or anything."

It turned out that GG's friends had "helped" GG enjoy her new

Mastercard privileges. Most of the bills were fr-- .'n,,:taurants and bars

in the neighborhood.

The second event was more traumatic for GG. While she was living at

the nursing home, she became pregnant. Her parents and sisters gave her

much support during the pregnancy, but they believed there was no choice

but to place GG's baby in an adoptive home. GG told us in an interview,

twly parents said it would be better to give her up, where she'd
have a good home. I couldn't take care of her. I have a
boyfriend now. He wants to get married, but I'm taking my time.

5

274



Se was my first friend when I care [to the prep school]. He
showed me around so I didn't feel lonely.

After the birth and adoption, GG's parents arranged for her

sterilization.

Geraldine feels there was too little support and guidance for GG

after her release from the ilstitution. She would have preferred that GG

live in a group home, but none were available in the early and mid-l970s

for someone in GG's circumstances. GG's parents assumed responsibility

for her expenses during this time. They paid for medical treatments,

dental bills, glasses, and insurance, and they fought with the bank over

the credit card incident. They wanted case management for GG, but n)ne

was available.

During the two-year gap in employment between the nursing home

position and her current job at the prep school, GG played a key role

in her family. She lived at home during this time, although her mother

would have preferred that GG live in a group home to receive some

guidance while still living as independently as possible. However, her

presence in the home was beneficial in many ways. When her grandmother

became ill and housebound, GG became the mainstay In the family. She

took care of her grandmother, including making sure that she took her

redicines at the proper times, preparing meals, doing the laundry, and

providing close companionship in the last months of her grandmother's

life. The skills she had acquired at the nursing home became crucial

for her whole family. mother and sisters remembered her courage

and fortitude with 3 deep sense of gratitude and pride.
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